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ABSTRACT 

The monograph presents, from the disabled consumer 9 s 
perspective, a description and critique of independent living and 
attendant care services in Sweden. First, a brief description of 
Swedish welfare policy as it applies to the population as a whole is 
presented. Next, services available to people with disabilities are 
described with emphasis on personal assistance programs which help to 
keep disabled and elderly citizens out of institutions. These 
services are then evaluated based on available statistical material, 
contacts with providers and consumers of the services, and the 
disabled author 9 s own experiences. These services include personal 
assistants, the county home health service, escort services, evening 
patrols, emergency call systems, and cluster housing. Assessment is 
in terms of administrative compartmentalization, economic and other 
obstacles to deinstitutionalization, professionalism and limited 
consumer input, decentralized financial responsibility and regional 
inequality, and limited consumer choices. Noted is the formation of 
the Stockholm Independent Living Group of disabled consumers 
concerned with increasing choices in personal assistance 
alternatives* Research issues in the areas of needs assessment, 
redefining institutions, degree of consumer control, quality 
criteria, and program design are identified. An appendix contains 
design criteria for personal assistance programs. Finally, four 
commentaries by American rehabilitation experts are added. (DB) 
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NOTE TO THE READER 



The title of this monograph contains xr- expression ,nsumer 
perspective". Implied here is the notion that fci^rc is no 4 oiu<r» free" 
treatment of social policy and that there are ^ r nil vie v, points fn v. hich to 
approach attendant care programs and soc\ ♦ ;< esin general. hofthe 
existing work in this area, be it descriptive * r v\iytic, is comr vsioned or 
undertaken by government bodies or < cv providers. x natural 
consequence, such studies tend to focus a, ; ts such <> budgetary 
requirements or the administrative n ,r ign ;y anc* * workers. 

Seldom is the emphasis on the need • i ,nf i> rtf u services. 

While, for example, the discussion of - • va r, , ■ (S t -.ft :a t deal of 
attention, the quality of the servic* - • . - jermost in the 

consumer's mind— is quite oftc ' *J f ore, analysts 

and researchers who want to ■ people with 

disabilities for services which , :j < »( jdity, have to 

propagate the notion of consu i ; • jc* ^umer-oriented 

research here nieo.w *ork wh!' ^ c: ted criteria and, 

ideally, ;s consumer-initiated and r \ ^ \ ,; study carried out 

under the auspices ftheUbrla?; ^ti, ■ I>, ..; 4 nsumer-run policy 
research and training institute, is an a^ u direction. 

I find it difficult to give a balanced anai> ^ of Swedish social policy to a 
non-Swedish audience. There is a strong temptation to concentrate on the 
accomplishments of the Swedish system and 10 focus on the impressive array 
of cash payments and in-kind benefits that make one's material life as a 
person with an extensive disability so much easier in Sweden than in the 
other countries 1 have visited and lived in. Speaking abroad to disability 
advocates and service providers I feel very strongly that I am expected to 
provide positive examples of what can be accomplished by a country's 
population and politicians who, for the most, believe in equality— not only at 
the starting line but also at the finishing line— and who see economics not as 
an exercise in cutting taxes but as a means to improve the quality of life for as 
many as possible. And I do want to provide such examples. 

On the other hand, Sweden is of course no paradise either, neither for 
disabled nor for non -disabled people. People with disabilities are still second 
class citizens in material terms as recent government investigations 
demonstrate. Th ; yet another problem area that deserves attention. The 
increasing profess .imHzation of social services that I observe in several 
countries has come fui i,hest in Sweden. As one of the negative effects of this 
development I see a growing dependence among persons with disabilities in 
many aspects of their lives , dependence on a large cadre of social workers and 
similar professionals. Ii is thoii job to assist us, but many times the services 
they are providing are not designed in a way which increases our 
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opportunities for self-direction; instead they often deprive us of possibilities 
to exercise our own initiative, to use and develop our judgement and 
^il' confidence. As a result, many of us do not feel in control of our own lives. 
In many countries the lack of material services makes people with disabilities 
openly dependent on the charitable inclinations of their surroundings and 
forces them into a restricted and undignified existence. In Sweden the 
mechanisms of dependence are much more subtle; many of us experience 
dissatisfaction, frustration, and despair without knowing where to look for 
the causes. 

My critical analysis should in no way be interpreted as an attack ngainst 
the existence and extent of these services, the political commitment which 
brought about the programs, and the underlying intentions of policy makers 
and service providers. It would be an unfortunate misunderstanding, if 
somebody would want to use the material presented here as an argument 
against "the welfare state". For people with extensive disabilities attendant 
care services are the very key to a dignified and productive life in the 
community. In my belief it is the government's responsibility to provide these 
services as a fundamental civil right. 

My aim here is to draw attention to the more intangible and qualitative 
aspects of attendant care which impact on consumers' lives as powerfully as 
the quantitative extent of service provision. Such issues are power and 
control, self-determination, self-esteem, and quality of life. Hopefully, the 
monograph can contribute to a better appreciation of the diiference between 
quantity and quality in service delivery, between the amount of hours 
provided on the one hand and the way they are delivered on the other, 
between the level of material means provided by the public and the level of 
control exercised by the individual consumer over how these resources are to 
be used, between being treated as an object and acting as a subject. 

The initiative of STIL (Stockholm's Independent Living group) described 
in the text is an example for this distinction: The participants in STILs pilot 
project advocate and defend the notion that it is government's responsibility 
to provide the financial resources for attendant care programs . But what they 
insist on is that consumers must be able, if they so choose, to organize their 
own service systems in order to obtain control over this important aspect of 
their lives. 

I am well aware that the demand for consumer control may appear as a 
luxury to people who live in countries with no assistance programs 
whatsoever, to people who have to depend entirely on family or volunteers 
for these services, or to people who have to pay assistants out of their own 
pockets like my friend in California who spends a third of her modest annual 
Income on such services. Thus, to many readers the problems addressed 
here might seem far removed from their every day reality and too advanced. 
Yet with the continued rise of the Independent Living Movement people with 
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disabilities the world over will demand personal assistance programs. It will 
be of paramount importance that we, the consumers, take the initiative in 
shaping these services such that we gain greater independence and more 
personal power through them. 

The Author 
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I. INTRODUCTION 



One of the main aims of the growing Independent Living Movement 1 , the 
international civil rights movement of people with disabilities, has been to 
gain control over the services that are necessary for participating in society 
on equal terms. Of these services attendant care has been identified by the 
movement as perhaps the most critical prerequisite for a dignified and 
productive life for persons with severe disabilities. 

Attendant care, briefly, consists of assistance through paid workers with 
dressing, bathing, personal hygiene, household chores and all the daily 
activities that a person cannot perform by himself or herself. Other terms in 
use for the same service are home care, in-home support or home help. 
Sometimes the distinction is made between household related tasks which 
might be called home chore, home helper, domestic or home maker service 
and more person and body related work which is commonly referred to as 
personal care . Most of these terms are unsatisfactory. Fbr one , they create the 
impression that assistance is needed only in the consumer's home implying 
that people with disabilities spend their day inactively at home and not in the 
community pursuing work, travel, social, and cultural activities like 
everybody else. Assistance at home as well as outside the home is the very 
key to the ability of persons with extensive disabilities to participate in their 
eom.ninity and any language that suggests the opposite has to be avoided. 
Also. »mmonly used terms such as ''attendant" and "care" carry 
insti* .uoml connotations and do not project the image of active and 
self-<Jrected sumers of such services. In the following the use of 
"personal assistance" is suggested which is hoped to convey a more positive 
and less restrictive image. 

Personal assistance in any country is far from being available to all 
individuals with disabilities who need it. Where the service does exist it is 
often not provided Li the extent and the form which would permit consumers 
to realize their potential in gaining independence. Thus, in order to be able to 
Influence legislators and policy makers, concerned consumers and service 
providers are gathering information on those existing personal assistance 
programs that contain features which have been shown to support the aims of 
consumers. Among the countries thai have adopted a national personal 
assistance policy the Scandinavian countries are known for their extensive 
programs in this area, It is for these reasons that Swedish personal assistance 
schemes for persons with disabilities and older people are presented here. 



1 Fbr an account of history urul Ideology of the Independent Living Movement see DeJong, G. , 
The Mtnwwntfor lndt>t*>mU>nt Living: 0>tyms, Idwtogy, and Implications for Disability 
tesenrck t Center for International Rehabilitation. East Unslng Michigan, 1979. 
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Comparative? analysis in the area of social policy encounters many 
obstacles. Apart from insufficient opportunities for the sharing and 
exchanging of experiences across national borders erne source of bias and 
misinformation consists of the (act that visitors engaged u exchanges of this 
type are typically not consumers of the services which they are reviewing 
They face the problem of assessing service delivery programs of which 
neither they nor their hosts have direct experience. In many instances such 
information impedes comparative analysis, and, ultimat ?y, evaluation of the 
transferability of programs from one country to another. In the following 
monograph, the description of Swedish personal assistance programs is 
therefore supplemented by some analyses and assessments which are based 
on the author's experience as a consumer of these services. 

Since people vu ^ disabilities are an integral part of the general 
population, social * y in this area cannot be viewed as isolated measures 
aimed at this particular segment of society but has to seen in the pertinent 
institutional framework and in the context of a country's total approach to 
income redistribution, social welfare, and health planning Such a holistic 
view facilitates understanding, evaluation, and assessment of the 
transferability of individual programs from one social climate to another. 

The presentation will therefore begin with a brief description of Swedish 
welfare policy and some of its more important features as they apply to the 
population as a whole. Next, an account of the services available to people 
with disabilities will be given. The focus of the report is on Swedish personal 
assistance programs. Such programs are available to a variety of groups, not 
just to persons with disabilities. Personal assistance services for people with 
disabilities are available for a range of situations such as assistance at work 
and school. Services for older and disabled citizens in their own homes are 
perhaps the most important prerequisite for keeping people out of 
institutions, as a brief survey of recent Swedish studies on 
de institutionalization shows. The main body of the paper consists of a 
description and evaluation of such services based on statistical material as far 
as it is available > information collected through the author s contact with 
providers and consumers of the services as well as the authors own 
experiences. The remainder of the study is taken up by a discussion of some 
of the research issues raised in the presentation. 

As a final introductory note, no specific references are made to the 
mentally retarded the reason being that all the programs described here are 
also available to this group, (The administration of the services might differ, 
since there is special legislation in this area.) Group homes and similar 
institutional or semi-institutional solutions for the mentally retarded, 
however, are not covered here. 
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II. SWEDISH SOCIAL WELFARE POLICY 



Sweden is an industrialized country of some 8 million inhabitants who 
enjoy a relatively evenly distributed high standard of living. The extensive 
social welfare system for which Sweden is known dates back to the economic 
depression in the 1930's when the labor-oriented Social Democratic Party 
began its almost uninterrupted rule. In the Scandinavian tradition 
government is viewed as a form of mutual insurance for all where, ideally, 
each citizen contributes according to his or her ability through paying taxes 
and is entitled to services according to his or her needs. In this tradition 
government has adopted a comprehensive view as to the circumstances in 
which intervention and support of groups and individuals is called for. As a 
result, the definition of what areas of human endeavor are to be considered 
under the influence of the collective is in Sweden wider than in most other 
countries. The comprehensive view on social welfare policy is backed up by 
an impressive array of policy instruments which can be described here only 
very briefly. 

Division of Responsibility 

The Swedish social welfare system is l ministered by the three levels of 
government; central state, county council.' and local governments. The 
national government is responsible for issuing iaws and regulations and their 
enforcement. In addition, functions such as social insurance, housing 
subsidies, labor market measures including vocational rehabilitation and 
education are administered at this level. 

The country is divided into 24 county councils which are responsible 
primarily for health care and related areas such as medical rehabilitation, 
provision of technical aids to persons with disabilities, and programs for the 
mentally retarded. 

On the third level of government, Sweden is divided into 280 
municipalities charged wit^ the provision of housing, social services, public 
transportation, and school*. Each level of government has taxing authority. 
There is revenue sharing from central government to the county councils and 
the municipalities for specific programs. Local governments enjoy a 
relatively large degree of autonomy in both the extent and the type of 
services delivered depending on the local tax base and local political 
priorities. It is for these reasons that the provision of certain social services 
varies widely across the country with severe consequences for the 
geographical mobility of persons with disabilities as will be developed. 
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National Insurance Benefits Available to All 

The backbone of Swedish social policy is the National Social Insurance 
which covers health insurance, pensions, occupational injury, and 
unemployment insurance. Swedish citizens and residents are covered 
regardless of income. Except for a flat fee for some of the services the cost of 
the National Insurance is borne by national income tax funds. Here a few 
examples are presented for the extent and type of coverage tinder the 
insurance. 

Hospital care is covered by the insurance except for a nominal daily fee. 
Outpatient visits at primary health centers, hospitals or at private physicians 
who are affiliated with the National Health Insurance cost between 40 SEK 
and 60 SEK in 1985 (1 SEK - $0.11 in 1985) which covers all the costs of 
consultation, diagnosis, treatment including physical therapy. For 
prescriptions there is a flat fee of 50 SEK. Travel expenses incurred in 
connection with these visits are also covered. Persons with severe chronic 
conditions requiring constant medications and supplies are entitled to free 
medicine. 

Sick leave allowances correspond to 90 per cent of the income which the 
beneficiary would have earned, if he or she had not been ill. This amount is 
taxable and is paid from the second day after notice has been given to the 
local insurance office. If an illness continues for more than 6 days, a doctor's 
statement is needed. There is no limit to the amount of time for which this 
compensation can be paid but, usually, after 90 days the insurance office will 
take up the case and recommend action as to how the patient can return back 
to work or should apply for retraining or disability pension, if the condition 
seems to be of long-term nature? 

Pfension benefits consist of old age, disability, and widows' and children's 
pensions. A disability allowance, for example, is granted to persons with 
functional impairment in order to provide compensation for the additional 
cost of living due to their disability. In 1984 this tax-free allowance paid to 
persons with extensive physical disabilities was 1,100 SEK a month. (For 
comparison, the average gross income of an industrial worker was 
approximately 8,500 SEK a month in 1984.) We will return to the disability 
allowance in the discussion of alternative funding of personal assistance 
services. 

In connection with the birth of a child, with or without a disability, the 
parents are paid an allowance to compensate for the temporary loss of 
income. The father is entitled to 10 days' paid leave. In addition, both parents 
together receive the equivalent of a total of 260 days' income which they can 
share in any way they choose, before or after birth. Parents are also entitled 



2 The Federation of Social Insurance Offices, Social Security in Sweden, Stockholm, 1980, p. 
21. 
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to a paid leave of absence of up to 60 days per child find per annum, for the 
temporary care of a sick child. After the eigth consecutive day a doctor's 
statement is required: 1 Considering the liberal rules for sick leave and child 
care it is surprising to note that the average rate of absenteeism from work in 
Swec! >n was 21 days in 1984;' 

One of the main purposes of these insurance benefits is to encourage 
women's participation in the labor force. In 1978, 71 per cent of the women 
and 88 per cent of the men in the age bracket 16-64 were gainfully employed 
in Sweden? For people with disabilities the corresponding figure was less 
than 20 per cent despite a host of programs intended to promote 
mainstreaming this group? 

De institutionalization Efforts for People with Disabilities and 

Older Persons 

Sweden was one of the first countries to adopt the concepts of 
normalization and integration. There is now widespread support in the 
country for the notion that it is society's responsibility to provide the services 
necessary to keep older and disabled citizens out of institutions. These 
measures include cash payments for general income support and benefits in 
kind, legislation specifying a certain level of accessibility in the construction 
of public and residential buildings, the provision of special transportation 
services as well as personal assistance. At the end of this section some recent 
Swedish studies will be reviewed which investigated the reasons why older 
persons move to nursing homes and other institutions and what measures 
would have been necessary in order to prevent these moves. 

Cash Payments 

In recognition of the fact that a disability entails higher costs of living 
Sweden provides monthly payments to individuals with disabilities under 
several programs. Eligibility is established by a physician's statement. The 
programs include the disability allowance referred to above which is a 
tax-free general income subsidy administered by the National Insurance. 

Housing expenditures are subsidized by many local governments in 
order to increase the effective demand of persons with disabilities for better 
quality housing. These housing allowances are available to the general 
public, mainly families with children and to retired persons, and do not carry 
the stigma of a welfare payment, because a large segment of the population 
qualifies for them. The amount of this allowance is determined by a formula 
which takes into account the number of bedrooms, household size, income, 



3 Ibid., p. 27. 

'Ibid. 

h Ibid. 

6 National Central Bureau of Statistics, Disability: Participation and Equality?, Living Condi- 
tions Report No. 25, Stockholm, 1981. 
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financial assets, housing costs including rent or monthly mortgage 
payments, and heah! g cx»ts. The City of Stockholm, for example, grants an 
allowance to households with disabled persons in such an amount that 
housing costs do not exceed 22 per cent of the household's gross income 
adjusted for financial assets. As an example, a bachelor using an electric 
wheelchair for mobility with a monthly gross income of 7,900 SEK is entitled 
to 1,700 SEK to help him pay the rent of 2,900 SEK for his two-bedroom 
apartment. 

Assistive Devices 

Assistive devices for persons with disabilities are considered an 
important and cost effective part of the National Health Insurance. The major 
regional hospitals have a department for technical aids where occupational 
and physical therapists under the supervision of a rehabilitation M.D. run an 
exhibition of devices. Clients can try out and take home a wide variety of 
devices from electric toothbrushes to ceiling hoists, motorized wheelchairs, 
speech communicators, word processors, etc. Devices are dispensed and 
maintained by the hospital free of charge and regardless of income. 

Accessibility in the Built Environment 

Sweden was one of the first countries to adopt accessibility standards for 
public buildings. The legislation was extended in 1977 and now covers also 
residential construction both new and, less stringently, old buildings. All 
structures erected after 1977 of three floors and more in height must have 
wheelchair accessible elevators. New construction and renovation activity 
has, however, been low during the 1980's and the lion's share of the housing 
stock is still inaccessible. In Stockholm, for example, 95 per cent of the 
housing st - inaccessible to wheelchair users! 

While y U accessibility in the built environment will come about only 
slowly, individual adaptation of the homes of persons with disabilities is 
made possible by the State Housing Adaptation Grant. These funds are 
administered through the local governments and are commonly used for 
kitchen and bathroom remodeling. In some instances installation of staircase 
elevators has been funded. The program is applied on the basis of need and 
eligibility is not means-tested. If the recipient of the Housing Adaptation 
Grant moves to another housing unit, he or she can apply again, if 
modifications are necessary in order to use one's home as independently as 



7 Ratzka, A., The Cost of Disabling Environments, Swedish Council of Building Research, 
Stockholm, 1984, p. 27. 
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possible. Severn 1 iveent empirical studies point to the important rolt of 
accessible housing in Ket ping older persons out of institutions! 4 Some of their 
findings will be discusned shortly. 

Transportation 

Transportation services for people with disabilities are under the 
responsibility of local governments, As a result there is a wide variety of 
solutions of differing quality and costs to consumers. Unlike the United States 
where disability organizations have demanded equal access as a civil right 
with i;he emphasis on accessible public transportation, Swedish 
municipalities and disability organizations have opted for subsidized taxi cab 
transportation and segregated paratransit. Tb give an illustration, the 
paratransit system in Stockholm County with a total population of some 1.2 
million has a capacity of over 1,000 trips per day. The service has to be 
ordered at least one work day in advance. The maximum cost to the 
consumer per month is presently 150 SEK. (1 SEK • $0.11 in 1985) There is 
no limit as to the number of trips per month to persons eligible for the service. 
In addition, about 8,000 trips a day are made by the altogether 70,000 
persons who are eligible for using subsidized cabs? Subsidized cab service is 
open to persons who on account of physical or psychological reasons cannot 
use public transportation but do not need the special paratransit busses, 

TYavel outside one's community to other points within Sweden is made 
both easier and less expensive by a new state pogram. 10 Persons with 
disabilities can apply for subsidized transportation bv train, air, taxi cab or 
paratransit, whichever way is appropriate in light of one 's di°abili v . The total 
cost of the trip to the user corresponds to the cost of a second-class railway 
ticket. The fare of a personal assistant, if required, is paid in full by the 
program. Eligibility is based entirely on medical need, as certified by a 
physician, and is not means-tested. 

As far as public transportation is concerned, the underground system in 
Stockholm, the nation's only one, is fairly accessible to wheelchair users but 
no attempt has been made to make public busses and trains accessible in 
Sweden 



8 Berg, S. and Dahl, L., "Orsaker bakom flyttning till servicelagenhet, alderdomshem och 
langvard" in Tva studier om boende, service och vardf&r dldre, Spri, Stockholm, 1978; 
Malmberg, B. and Berg, S. ,Aldres Jlyttningar till sepricve och vard—Vettanda 1981, Institut 
for gerontologi, J6nk6ping, 1982 ; Thorslund, M. , Aldres Jlyttningar till service och vhrd— 
Sundsvall 1980, Spri rapport 66, Stockholm, 1981. 

9 The statistics refer to the calendar year 1984 and are taken from DHRAktuellt Stockholm, 
April 1985. 

10 Roos, B., A National Transport System for Severely Disabled Persons— A Swedish Model, 
World Rehabilitation Fund, Report #15, New York, 1982. 
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Personal Atwtgtance at Work and In School 

Before assistance at homo, our main Interest hero, is taken up, a brief 
presentation of assistance at school and at, work is provided, If integration and 
normalization of disabled citizens are to be achieved, personal assistance 
services are required to overcome the obstac. es presented by all 
environments. Two of the most strategic situations represent school and 
work. Here the presence or absence of assistance often means the difference 
between being forced to go to segregated schools md shekel ed workshops or 
to be able to choose education and employment according to one's aptitudes 
and preferences. 

Children and youth with disabilities can attend their regular 
neighborhood schools given architecturally accessible structures and 
personal assistance. Since 1967 the law requires all new schools to be built 
accessible. Most schools erected before that date have remained inaccessible. 
In Stockholm, for example, 60 per cent of all primary and secondary schools 
are inaccessible. The rest are partially or fully accessible. 

Since 1965, practical assistance is provided to disabled children and 
youth of school age. Under the program an assistant may accompany the 
student on the way to school, help him or her to the toilet, assist with lunch or 
take notes. Sight-impaired students get readers, deaf school children qualify 
for assistants trained in sign language. A student may have his own 
individual assistant or share one with other students, depending on the 
extent of the disability. Twenty per cent of all program participants in 1980 
received this support during the whole school day. About 65 per cent of these 
children and youth had a physical disability, 8 per cent a sight and 5 per cent a 
hearing impairment. Eight per cent had psychological difficulties, and the 
rest epilepsy, minimum brain damage, autism, and social acUustment 
problems. 11 

Tb be an assistant requires no sper ! training. About 80 per cent are 
under the age of 30. Many are just a few y» «rs older than the secondary 
students they are working for. Most assistants a e housewives. The gross pay 
in 1980 was 5,100 SEK a month for a school day. Assistants are employed by 
the schools and students cannot choose who will work for them. The 
program's costs are shared between local and central government with the 
latter contributing 40 per cent. In fiscal year 1979/80 737 primary school 
students were covered by the program at a total of cost of 39 million SEK. The 
cost for secondary school students was 8.3 million SEK. 12 

There exists a similar program at the university level, the main 
difference being that the assistants are employed by the municipality where 
the university is located and all the program's costs are borne by the central 

11 Statistics on school assistants and their users from Integrationsutredning, Fbrsonlig assis- 
tans for handikappade, StatensOffentligaUtredningarSOU:82, Stockholm, 1981, p. 170. 



statr The service also assists students In obtaining adapted housing and 
personal assistance in the home when they have It, move from their home 
town to a university in another part of the country. During 1978/71) costs were 
approximately 3.2 million SEK, ,;| 

What Impact have these programs had on the educational Integration of 
people with disabilities in Sweden? The official policy is to start Integration 
already at the pre-school level But in some communities the municipality 
sends a babysitter to a child's home instead of assigning him a place at the 
neighborhood kindergarten, A very rough indication of the extent of school 
integration is provided by a 1978 survey which found that 70 per cent of all 
students with disabilities in 9th grade attended regular classes in their 
neighborhood schools, 14 They were "individually integrated" to use the 
official jargon, The rest was divided between those who attended special 
classes in local schools (they were "group integrated" in the technical 
jargon) or went to one of the 12 state -run special schools which exist at the 
primary and secondary level. These institutions specialize in one particular 
disability and take children from all over Sweden. Their enrollment has 
decreased over the years as more regular schools have been made accessible 
and as more students have assistants. 

The type of school students with disabilities attend and whether they 
have assistants depends to a large degree on the respective municipality. As 
mentioned earlier, 40 per cent of the program costs are covered by the central 
state. Primary education is compulsory in Sweden, secondary is not. Thus for 
students at the secondary level the local government is not obliged to provide 
assistants. Instead, many municipalities are quick to refer secondary 
students to one of the special state schools where all the costs including 
assistants are borne by the central state— even if this necessitates moving to 
another part of the country. The argument used by local school 
administrators is often that special schools have many more resources. 
Disability organizations, however, maintain that the social training among 
non-disabled peers in the regular neighborhood class room can be more 
important in the long run than, sry, the best physical therapy. 

While it is widely recognized t: lat many students could not attend regular 
classes without practical help from their assistants, the program is not 
without critics. Some schools consider assistants as substitute teachers; 
students with special needs might receive less individual instruction from the 
teacher, if they have an assistant. Also, assistants will often do a task for the 
student instead of aiding the child in doing the work for him or herself. The 
distinction is difficult to see and to maintain for untrained personnel. Having 
an assistant may reduce the student's and the school's incentive for using 

13 Ibid. 

14 Brattgard , S.O. , Hilmer son , G . , Rorelsehindrade elever i arskurs 9, Department of Handicap 
Research, Report 62, Gothenburg, 1978. 



technical aids. Overproleetlve assistants may isolate the student from his 
classmates and assistants may hinder the child's development towards more 
independence. 

Often a student wit ha disability receives the necessary practical aid from 
classmates. This solut ion, however, cannot he jelled upon in all instances and 
at all t imes, As pointed out by teachers, the novelty of assist ing a classmate 
with a disability may wear off and leave the child In humiliating dependency, 1 * 

It has been argued that the presence of an assistant emphasizes the 
disabled child's special status which i . iUs K ''onstitutes a segregative 
element , A possible solut ion may \v. a: have M 'stunt assigned not Uj the 
student with a disability but I \o v hole « . i nen he or she could also 
assist other students who need help ich as immigrant children who might 
have difficulties with the language, In this way also some of the above 
mentioned problems could be alleviated, 

Assistance at work is a state program administered by the Swedish 
National Board of Labor and its local offices throughout the country. The 
Board has a range of policy instruments at its disposal intended to improve 
the disabled minority's opportunities in the labor market, Programs include 
medical and vocational rehabilitation, incentives to the employer in the form 
of wage subsidies, legal measures to force employers to hire workers with 
disabilities (very rarely used) as well as grants for technical aids , such as word 
processors, and modification of cars and work sites." 1 

A relatively new addition to this list consists of the provision of personal 
assistants to employees. Assistance may be in the form of practical help in 
getting in and out of the car, going to the toilet, for arranging heavy items on 
one's desk, and other aid which enables the employe* tc perform his or her 
work. Sight-impaired workers can get readers, and deaf workers are entitled 
to sign language interpreters under this program. The person assisting may 
be a janitor, a colleague or somebody from outside the firm. The assistant is 
employed by the same employer as the person with a disability. The 
employer presently receives reimbursement of the assistant's time in an 
amount corresponding to up to 25 per cent of a secretary's average full-time 
salary. Thus, the employer is not encouraged to hire persons who need more 
assistance than two hours a Jay. This program is also financed by the 
National Board of Labor through tax funds. 

Before starting with the description and analysis of in-home personal 
assistance for older persons and people with disabilities, the main interest of 
this paper, some empirical findings are presented on the question of which 
services are most crucial in keeping people with disabilities out of 



Integrationsutredning, op. cit, p. 56, 

For a description of the program and some design solutions see Elmfelt, G. et ai t Worksite 
Adaptations for Workers with Disabilities: A Handbook from Suieden, World Rehabilitation 
Fund, Report #20, New York. 1983. 




institutions, In the folio v n« some roeent Swedish studies are briefly 
(UhcuhwhI that focus on ohu i people who make up the minority of all persons 
requiring those in home support amltm 

SwedlHh Htucllew on the Requirement* or De-IiiHtltutlonaUiaitlon 

During recent years sovvrul research reports have been produced that 
deal with the rvuson.s why a tfiven person enters an iiu:tituiinn, and if so, 
whit'h typo i;f institution, The studios resemble each other in scope und 
approach and use samples of act ual moves to inst itutions in five middle-sized 
Swedish communities, 17 and in the cities or Vetlanda 1 " and Sundsvair The 
surveys use interviews wit h bot h staff and older persons who had moved to 
an institution, One or the interesting findings is that the personnel who made 
the decision as to whet her a client was to move to an institution often knew 
surprisingly little about how well the individuals own home was adapted to 
the person's needs and how personal assistance needs were met prior to the 
move to the institution. In many instances, it turned out that very simple 
architectural modifications or assistive devices in the client's home would 
have enabled him or her to continue to live at home. 

Another consistent finding was that staff and patients differed 
considerably in their perception as to what ADL tasks the patients had been 
able to perform prior to their institutionalization: the staff typically 
considered the patients as less capable than the patients themselves. Patients 
in an institution are not allowed to perform many tasks which are important 
at home, Thus the staff's judgement was not based on actual observation, In 
addition, given the known effects of hospitalism, ADL capabilities, especially 
when not maintained through practice, and self-confidence can deteriorate 
rapidly One Swedish researcher found that with older persons irreversible 
effects of hospitalism can in some cases be observed already after only six 
hears of institutionalization. 20 

Bergstrom et al. investigated the consistency in the staff's decisions? 1 
The staff making placement decisions, social workers and medical doctors— 
the clients themselves did not seem to have a say in the matter— had 
considerable difficulties in differentiating between the client's need for home 
health care, day care or old age home placement. They felt on much safer 
ground when they had to determine whether the client should be moved to 
long-term hospital care, to a psycho-geriatric ward or to internal medicine. 
The researchers found that the staff considered information on the client's 



,T Berg, S. and Dahl, L., op. cit. 

w Malmberg, B. and Berg, S.. op. cit. 

l * Thorslund, M,, op. cit. 

* ftrsonal communication, G6ran Andersson, SPRI, Stockholm. 

21 Bergstr&m, G. et a/., *7Ut placera aldringar i 'ratt' vardibrm", Ldkartidingen, Vol 73, 
No 30-31, 1976. 
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hnufcinri situation hust important to the placement decision. Agreement mm 
lowcv nil the alternative of ending the put if mi home supported hy permiuul 
assistanta. 

According to one Htudy |iersit>ii&i m<»vlti>| to nuroliut luuiuw lutd mi uv« a niM< ( 
of 20 hours per week personal asuistanec in their own homo prior to their 
move, r IVn per rent of the moves could have* been avoided "absolutely" or 
"maybe" by an Increase in hours according to the staff 'sestimate^lntheeity 
of Vetlanda ir> per rout of the moves to nursing homes wore fotind 
unnecessary, "ubunlutcly 1 ' or "maybe", if the average of five hours a week 
which the palienus had been receiving before referral to the nursing home 
had been increased to 27 hours, according to the HtaflV In the city of 
Sundsvall fit) percent of the persona moving to nursing homes had |K»rsonal 
assistance at home and 1(5 per cent of t hese individuals could have stayed at 
home, in the opinion of the staff, if their average hours a week had been 
raised from 9 to 22, Forty per cent of the persons entering nursing homes felt 
that they did not receive sufficient assistance at home: 4 

In general, the studies face an important methodoloj .. blem in 
asking staff and clients under what conditions un older pei. could have 
stayed at home* longer, Raced with this hypothetical question, one is not sure 
whether and to what extent the respondent's answer assumes the 
availability of certain specified services or whether the respondent bases his 
or her judgement on the actual state of affairs, i.e. some of t he services may 
not be available in the community, may be understaffed unreliable or in 
danger of losing financial support in the future, (Consider the following 
example of a community when* there is no personal assistance service after 
office hours and on weekends, Assume that there is an older person who 
would need assistance also on weekends in order to continue living in his 
home. Suppose now that a social worker is asked whether five more hours a 
week of personal assistance would enable this person to avoid moving to an 
institution. If the response is 44 no'\ there is no way of knowing whether the 
social worker considers the person unable to live at home even with 
assistance on weekends or whether the social worker did not think of the 
possibility of extending the existing service to cover weekends.) This 
difficulty is probably most pronounced, if the respondent has not heard of or 
has no actual experience with the assumed services, 

This points to a m^jor shortcoming in these studies: none of them 
investigated the quality of the personal assistance service that some of the 
movers had used in their own homes prior to institutionalization; that is, 
while the researchers recorded the number of hours of assistance received, 
they failed to ask how dependable was the service in the consumer's 

u Berg, S. and Dahl, L., op. cit, p. 17. 

Malmberg, B. and Berg, S., op. cit, p. 80. 
24 Thorslund, M., op. cit., p. 21. 



iwivpiioni w<t» M available during evening*, oiniita, and weekends ilnl ih* 
eonHunan* have a *uiy inwuowiwiMwurkfMi lutunr lu*r. .uulwiOrvhat tasks, 
at what houre'-'Tlu* iiunorianeoof th«M|imUly of | erHMmd attaint* sen itv* 
fur iiumuiiK^N 1 uhitify uf t wrti umung in i ti**ir riiiiitiiuiuu^ Iw* Iw-mi 
develu|Kt| further i<Im*wIii rt»: 

Wltlk' the iilHwt* mirwys fneurinl on |« »..m»nn already m an inHtitunnn, 
lUnhMiiiiM i»J ol followed patient* who win** rvlea it d tnw nuking hoiuer* to 
their ita m houM'H: n I hull* Mi|*«rvMon ul Hit* regional hospital' ^nursing houu« 
in ttw rlly nf Kalmar a eonaiderable number of |»atu*utM \v*re able in return 
home with the help of |Mwutuil assiManta and editor bowing adaptations. 

Summarizing Hw fludiiiilN of the se studio, it r*vmi that a eonaideraWe 
l>ereentage of older |iorHunH now living in inMltutiuoH naild have stayed in 
th' ir own home*, if sup|>ortive sorvieen hud Imvh ivttilabk ton lurgerexUMU, 
Tlu* mhikI lm|x>rtunt of i|n\w service found b> bo |**rsMml asNlflUrw 
Nwiuso of the mothixlology used in tlu* Investigations it soeom that Iho 
result* would have Indicated even larger p Tcontugosof unnecessary mows 
to institutions, If t ho reM 'archers h:id umwmkmJ Improve! jiersonal assist unco 
programs, cs|h eially .service* that an* i n re flexible as to the hours of the day 
and week they are available. 

H<Hii»nais ( M . Thofadl, V un<! Ahiuml, O , !\ltimt«tr <* h *ni Utw>1niiu jriin 

!h>njt hntskhmk t tM«'Kuiu»m»u Kursknm^, Kapi K,rt SMK'kliohti , I0H| 



22 



23 



III. IN HOMI PIR80NAL ASSItTANCI 



In Horn* Per*otut) A**Ut*ne« A* stable to Other (.roup* 

in homo |mi»wiu*l lUMifctanw h available no* only to |ier*on* with 
disabilities and older |HH*p|t* Most Hweduh household* u\ une time t»r 
mmiju*r<wi apply fur Mated protmun* AH ohhe*< in home berviee*arv run 
by tlu< k* Ml tfowrnmente' uui«l servk y» nMfcv. in ihi$ respect the program* 
for |**op|e with ilMnliiifi and older \wtt*n\* are integrated with nervier 
that are available in the general public and do o,* earry the stigma of u 
welfare program Hefore we diia iihh the in bona* *crviee.-> fur per-puts with 
disabilities the r*to <d general program* will l»o briefly de**ril>ed 

Inhume jieMoual upturn e service* art* available to families with 
children when the parent* are u*iti|vmtrily »ui or otherwise unable u>< aw 
for Hit ir children While the Hervkv is intended for shorter periods, ner&ons 
with disabilities run get this help for iheir children on a regular basin in those 
wmmunities where the servkv exists In l\m some Itf.liM families received 
a tola) of l.;W million lUKtr^ or 72 hours |**r year j>er family on the average. 31 

Another group that nuaUfit^ tor the service ah* families with sick 
children who normally attend day cute <>r nursery *ht>o| 'Hie servitv is 
intended to enable their parent* to get m work Again, the service to 
tem|K>mry ;uul usually wry hard to get, hut imn'tits of children with 
disabilities run receive regular help, The service which also can Ik* used as 
respite can* to relieve tin* main providers of (tentorial askance may l*> 
available several hours a week, an evening or a weekend. Only a f«*w 
communities have this program. More commonly, iwrcr.ts receive a nalnry 
fmm the munieipnliiy for the rare of their ehild. In 1082 some :iMfi() families 
received a total of Ut> million hours or 42 hours per year and family on the 
averse under this program* This includes the hours provided by 'paten's 
who wetv employed by their i*s|xnivo hn al government. 

Finally, in home personal assistance is available to disabled adults who 
need practical help in their daily lives in their own homes. At this point it 
might t>e useful to briefly outline the history of the sr n ice, tH-eaiBe present 
day organization as well ;us shortcomings and eomlieus will he easier to 
understand from a historical persj>eetive. 

Brief History of Swedish In-Home Personal A sistance Programs 

Swedish in home personal assistance programs date back to the 
beginning of the century when such services were established as small and 
informal mutual insurance schemes at the neighborhood level or were 



r National Ceniral Bureau ofStaiistics. The Honw-IWp Stmce rtunruj IVHJatul Assistance 
GhvH in ttu> Home or (Xhrr FhrihtitKfor the Aged a mi Handicai>i*>d on list lkmntx*r 
and Wwk fc*. /SWfc?, Staiisiicai Report SCB S198314. Stockholm. 1983. p. 1. 



organised by the incipient labor movement hIuhh the Mtu* uf trade 
iwttilwnhip- The** wheni** ww primarily intended i»pi**M* i«iu|»mry 
relief la iiw fomUy lit eaw* <tf the mother* illness- 

With Ufa lh* Hoeial tJemorriWe tatty'* ri«* u> |*iwrr in ItKJtt'a, Ural 
governments took »wf the program* and e*j»anded them Now the *ervHs* 
wasge&rtHl more 10 serve oUt^r people in oftter to free their children usually 
the daughter* -from \m\ irf the re*i*>u*ibi!ity uf mrum for their aging 
parent* ami to eiwhle them u* enter the lat*>r market The service wo» 
probably not meant to support senior eituens with ea^et^^ 
by themsHve* without nearby relative* Nor wm m\nwi on a long term 
bast* intended l>Vr such t ^t» 4 growing iiitmlwr of public old age home* 
were luult 

During the ne*t decades both in home i**rsoual awuatanee service and 
biatliutiniM for older |*oplt< increased in iitunlw. :»i the country's growing 
Mustrtalteatlon with ita demand on the lutmr fotve's geographical mobility 
made it Increasingly difficult for extended families to extet 1bday the 
institutional solution haa come under cross fire AlthotiHti old age homes are 
now being replaced by the U institutional "service houses" folder pwpte 
demand more integrated housing solutions in the regular housing stack. In 
light of the skynxtoing costs of institutional can* and the rapidly increasing 
population of older people these demands are beginning to receive general 
support. 

The 1880 , » haw lieen characterised by a willingness on the |ku1 of local 
government* to experiment with new type* of in home support services 
which would enable senior citizens ui remain in the regular housing stock 
much longer than it has t>een possible up to now. Such servk^s include a 
flexible cooperation between municipalities and county council (r^ponalbte 
for health services) where regular personal assistance is supplemented by 
visiting medical stair as needed. Experimentation is also under way tn the 
area of housing rehabilitation with the accessibility needs of people with 
disabilities in mind, Noteworthy here are accessibility legislation for new and 
existing structures, novel technical solutions for retrofitting existing walk-up 
housing with elevators, and state subsidies for their installation* 1 There is an 
Interest among health care planners in methods of delivering even advanced 



* Service houses, the successor* of old a*e tomes in Sweden, are occupied exclusively by 
elderly persona who live In their own apartments and have access to leisure time activities 
and personal assistance on the premises, The buildings are owned and operated by the 
respective municipality Admissions and eligibility are handled by the city's Social Service 
Office, Tenants have regular renul agreements 

» F or a description of some of these services and technical sol jt torn, their costs and probable 
impact on deinstitutionalization see Ratita, A., The Gx*s qf Disabling EmtwnnumU, 
National Condi of Building Research, Stockholm. 1984 
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mttlH ai treatment in one * h**me with alt the f«<iuir*m*nt* ri 4n appFMw h 
would email in iwhw *4 aivhHettur*, medical <«jui|aiu<Ht, cutting ami 
organisational **U*M*fi* 

A* thl* Vt fy Hnj^ii i*mlM*r t»f Umt hUtot ji uf $Wt*U*h J*r*utt<*i ftaafelftlHY 

pnigrwni* *huws, the serving w ini*nd**l primarily &*r iM^r j*r»*m 
who*e font tMml disabilities *ere n<* r*ten*ive Individuals trf any age 
with mote severe lunitatMis if th*^ werv ahie to survive in Um^ fif*t i4ate~ 
mrid iuh rm\ *Hit**de iif iiMiiMtMu When in the \\MY% and limo 1 * the 

CttOwpt* |*f fUMWaJtfaiMI j*JU| Utft*JtftltMt hegatt to Will gn*lta|, ||te gftHip* 

that were ahle to leave h<«*pital9 wiU other in*titotion* (or avoid them) were 
primarily thtwe individual* who euuld l**n* fit from advances in medical 
rehabilitation in iw ? h a degrtit? th»t they ru* d**|temient m tmmmtA 
assistant* in their *huly lift* in Hweden nslay, pen**** with extensive 
assistant* needs without th»* support <*f 4 family Mill haw difficulties in 
obtaining services which would enable them to live iwtejiendentty in the 
community ft* imiM of item sntii mMitutjkmiU cluster housing ii the only 
alternative 

The rtwis why Swedish jrrsonal aasistaiu* schemes are not geared to 
support independent life My lea of mdi viduaJa with more e*tensiv*dtsabUit*a# 
can in* found in U** organisation of * >**nt jh *rt>4»tt«J a**s*t«o<v *er\Mi* 
whfrh has not tfttnged materially sine* tit* iftlD'a, Servo* delivery has not 
been adapted to the need* of this relatively new consumer gmup who today 
can stay alive due to the medical anil tec hnological advancement* of die i&i 
iiwndr* Furtherttuw, th^ jirofrsaioruil and hiernnhicully struct urH 
orjtm\Uatkio from tlw^ I1KJ0 » hn$ tvH hwi modided to to^p up with dianging 
ctNmimer dt*mttnd« kit mew flexibility and ctm»umrr et)i\tn4 which would 
allow a w>lf din*cu>d 4 active* Itft^ style in the community 

It l» Intmmtinil to note that it w»» in CallRmua. Denmark and England 
that ventilator dependent \*m \m\k> patienu left the hospital wardi flntt , The 
primary reations were not that these t^laces had superior medkal attention- 
California, Denmark, and England also u-ere the tint to start pemonal 
assistance schemes that werr» designed specifically for Ute extensive needs of 
these former patient*." In the case of California and Denmark consumers 
were given the choks* to become formal employers of their assistants which 
entails the maximum control over service delivery. This approach is in 
recognition of die fact that the more extensive one's need of assistance* the 
more important it is for the consumer to design his or her own system. In 
countries without such extensive and consumer controlled personal 



* ft* infbrnuukm on CAlifbmia aim* England (St Thomas ikmpiul, Uxvkm) mt Laurie. 0 . 
Housing and Nom* Srnitm for tht t*mbkd> iUrprr and Hdw, Nrw Vbrk. 1077 ft* 
information on Denmark tee Ann Ubrr* » paper prrwuwd at the Third IntrrnaOonai fbtio 
and Independent Living Conference, St Loutt, Mo»un. May 1Mb 
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assistance programs such as Sweden it took these groups much longer until 
they a uld leave hospital wards and nursing homes. 

As an aside, the exodus < >f post-polio patients from their hospital wards in 
California in 1959 that was made possible by the introduction of the State 
In-Home Support Service can be considered the beginning of the 
Independent Living Movement, in the United States. The service as wull as 
the independent living skills that these ex-patients acquired by hiring, 
training, and firing their own persona! assistants enabled many of them to 
become community organizers and disability rights advocates. This may be 
the reason why in the US many of the most prominent disability leaders are 
individuals with extensive disabilities. In Sweden, on the other hand, people 
with disabilities— not to speak of those with more extensive disabilities-are 
often in the minority in elected offices and staff positions in their own 
organizations. The explanation, then, why consumer control in personal 
assistance services has not been an issue for Swedish disability advocates 
might simply be that they often do not need personal assistance! 

Description and Analysis of In-Home Personal Assistance Programs 

User Statistics 

The available statistics indicate that the program caters mainly to older 
people. More than two thirds of all users are senior citizens. In fact, twenty 
per cent of all persons of 65 years and older and 43 per cent of all Swedes 
above 79 are users of the service. In 1982 a total of 330,000 persons or 4,12 per 
cent of the total Swedish population received altogether 56 . 6 million hours or 
172 hours a year on the average? 2 The average number of hours per person is 
3.3 per week with wide variations, from two hours every other week for 
house cleaning up to several hours a day. Yet more than 30 to 40 hours a week 
are rare? 3 In many communities personal assistants are not available after 
office hours and during weekends with severe implications for those persons 
who need this service seven days a week day and night. 

The contention was made earlier that compared to, say, California's 
In-Home Supportive Services Swedish personal assistance was more 
oriented to older persons who need few ..ours than to persons requiring 
extensive assistance. The annual average cost of le service per person 
served by the program in Sweden was 10,300 SEK in 1982. 34 In California the 
corresponding figure for fiscal year 1983/1984 is $3,100* which implies 
almost, three times as many hours. 



32 National Central Bureau of S^astics, op. cit. 
M Ibid. 
:M Ibid. 

35 Zukas, H. t Cone, K. Leon, J., Descriptive Analysis of the In-Home Supportive Services 
Program in Califor, i t World Institute on Disability, Berkeley, 1985, p. 1. 
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Administration 

In-home personal assistance programs are administered by the 
municipal social service office at the neighborhood level. By way of an 
example for the organization of the services, the City of Stockholm is divided 
into 18 social service districts. Each district serves 20 to 30 thousand 
inhabitants. Each district, in turn, consists of one to two dozen subciistricts. 
The various social services including personal assistance are coordinated by 
social workers at the district office who dispatch assistants to consumers in 
their respective subdistricts. In this way social workers who also are 
supposed to make periodic home visits and assistants gain familiarity with 
their clientele. 

Needs Assessment 

The need in terms of the number of hours of assistance is assessed by a 
social worker at the district office of the municipal Social Services Office. The 
office is also responsible for case finding. In addition, hospital staff and other 
public and private agencies that might have contact with persons in need of 
the service commonly refer their clients to the program. Personal assistance 
services are well-known by the general public and lack of information about 
the availability is seldom a reasun why a person in need of the program Joes 
not receive the service -with the possible exception of the growing 
population of older persons among immigrants. 

Tb the knowledge of this writer, no formal operational guidelines, as used 
for example in California 36 , exist in Sweden for determining the extent of an 
individual's assistance needs. Social workers who are responsible for 
assessing needs will point out that their directives are to take a person's 
whole life situation into account including such circumstances as family 
situation, housing arrangement, and life style. Apart from regional 
inequalities in the provision of these services, there are indications that even 
within a given municipality the number of hours granted varies among 
individuals with the same apparent needs. 37 

Home help for people with disabilities might consist of assistance in. 
getting up, getting dressed, personal hygiene, cooking, shopping and 
running erra^ is, house cleaning, taking walks, and similar tasks. In some 
cases, older persons living by themselves without actual need of personal 
assistance will be offered a few weekly hours as a preventive measure. 
Through the regular contacts health problems can be monitored and 
counteracted but, equally important, the need for moving to a service house 
or other institution merely out of loneliness is reduced. This psychological 
problem is receiving increasing attention. One of its expression can be 

M See for example, In-Home Supportive Services Needs Assessment, Social Services Agency, 

County of Alameda, 401 Broadway, Oakland, California 94607. 
37 Personal communication, Ellen Saaf-Bergstrdm, Stockholm Office of Social Services. 



28 



27 



insecurity and fear of emergency situations, In that case a mechanical device 
such as the emergency call system described in one of the next sections will 
be of no real help. Recently the Social Service Office in Stockholm has taken 
the initiative of organizing small neighborhood group. 4 ; of senior citizens. The 
w ay the groups start is that the assistants who usually work for a number of 
consumers will invite all their clients together to an afternoon coffee hour in 
one of the clients' home. After a lew introductory get-to-gethers the senior 
citizens are expected to continue and expand this contact informally on their 
own. 

Assistants 

Between 80-90 per cent of the assistants are female, usually middle-aged 
housewives who choose working hours that suit their families, Four per cent 
are full-time employed, 51 per cent work regular part-time schedules, the 
remaining 45 per cent work on an hourly basis as needed. About fourteen per 
cent of all home help assistants are relatives who are employed by the city to 
work for spouses, parents or children who have disabilities P 8 Assistants are 
paid the lowe n-unicipal wage, presently 38 SEK an hour. Of the 70,000 
assistants who ked in Sweden during 1980 about 30 per cent had received 
some training, usually ;i two-week course? 9 The question of workers' training 
will be taken up again below. 

Costs 

The municipal in-home programs' costs are shared between local 
governments and central state. The latter contributes 35 per cent of the costs, 
Despite some control over the enforcement of the pertinent regulations by 
the National Board of Welfare, decisions on type and quality of service rest to 
a large degree with the local governments. As a consequence there are wide 
regional variations in service delivery depending on local government 
finances and political majority in the city council. 

In 1982 expenditures for the service on the national level amountpd to a 
total of 3,963 million SEK? 0 This figure corresponds to about $445 million at 
the 1985 exchange rate. Divided by the total Swedish population the amount 
is 477 SEK or $54 per capita. These statistics demonstrate the wide 
acceptance and the broad political base for the service among the Swedish 
people. For comparison, in fiscal year 1983/84 expenditures for California's 
In-Home Supportive Services, the oldest and one of the most extensive 
programs in the United States, came to a total of $297 million which amounts 
to $12 per capita, if divided by the total population ? l 



38 National Central Bureau of Statistics, op. cit , p.18. 
M Ibid. 

40 Ibid. 

41 Zukas, H., Cone, K., Leon, J., op. cit., p. 1. 



The cost of the service to users varies widely among municipalities. In a 
few communities the service is free. In others, fees are charged per hour with 
a maximum monthly amount. The ceiling is often means-tested and may go 
up to 800 SEK a month in some cities. In other schemes all users pay the same 
flat fee regardless of the number of hours of service rendered. In line with the 
stagnating Swedish economy during the 1980's local gove rnment finances are 
strained with the result that consumers' fees are on the increase throughout 
the country. 

County Home Health Services 

Where disability is accompanied by chronic medical conditions or where 
assistance is required during the night, the responsibility for that part of the 
service rests with the counties. In some counties, persons with such needs 
and without support from their families will be offered a bed in a nursing 
home, since no programs exist which can deliver that type of assistance. 

In other counties assistance outside regular working hours is delivered by 
the municipal home help staff, complemented by a visiting nurse where 
necessary, and the cost is borne by the county. In some communities the 
county sends its own staff, usually nurses' aides, to one's home for the more 
medically oriented tasks while municipal home help assistants take care of 
the non-medical personal and domestic chores. The solution seems 
awkward. Besides the obvious difficulties in defining tasks and coordinating 
the two agencies' staff, consumers complain about the constant flow of 
different people through their home disturbing their privacy. The distinction 
between non-medical and medical tasks is not uniform throughout the 
country. Some local governments— they tend to he characterized by high 
income, low tax rates and conservative rule in the city council— will define 
personal tasks such as helping the consumer getting dressed in the morning 
as medical in nature. The pay-off to these municipalities of this 
"medicalization" of personal assistance are lower expenditures, since the 
county is responsible for medical tasks. 

In several counties cash payments are made directly to the consumer 
who turns over the money to his or her family or a person living in the home. 
(This practice is called "object employment", the worker is employed to 
work only for one person, the ' 'object' ' , as opposed to working in the regular 
municipal home help force where assistants work for any consumers they are 
assigned to.) In 1982 there were about 2,000 persons who received between 
200 and 1,200 SEK per month tax-free from their county for working for a 
household member? 2 lb put this amount into perspective , 38 SEK is presently 
the lowest municipal hourly wage. In a few undocumented instances some 



42 Daatland, S.O. and Sundstrdm, G., Gammal i Norder?,: Boende, amsorg och service 1965- 
1982, NORD, Oslo and Stockholm, 1985, p. 71. 
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counties pay market wanes to the family momhers who euro for the 
"patients", as the consumers are called undor this scheme.*' 

E«c:>rt Service 

Swedi'h communities by law have i<> provide paratransit services. In 
contrast to other countries, such as the United States, no effort has been 
made to make public transanal inn accessible. Usually there is door-to-door 
service and the user is assisted v negotiating architectural barriers such as 
steps. Yet many will need it ore assistance when outside their home. 
Recognizing this need a few municipalities have recently started escort 
services. 

The escort is a municipal employee who is usually already working for 
the social service office as an attendant and who accompanies and assists the 
consumer while shopping or pursuing a leisure time activity outside the 
home. In Stockholm, for example, users of the regular home help service 
with more extensive functional disabilities are eligible and entitled to 15 
hours of service per month for a maximum of three outings at five hours each, 
The service is considered a complement to the regular home help and there is 
no additional cost to the consumer. The escort service has to be applied for 
several working days in advance. While the service recognizes an important 
need, some users criticize the fact that they have no control over who will 
accompany them on an outing and that there is no room for spontaneous 
decisions. Some consumers refuse to utilize the program and prefer to make 
their own arrangements with people they know. 

Evening Patrols 

Swedish central and local governments have adopted the aim of 
supporting the disabled and elderly population in staying out of institutions 
as long as possible. The belief in the higher quality of life in the community 
has been aided by the now widely accepted cost advantages-especially in 
the light of the predicted continued growth in the population of older 
persons. 

As already noted, in many communities municipal personal assistance is 
not available after office hours or on weekends. Thus persons in need of more 
extensive assistance who cannot rely on relatives or cannot afford to pay 
workers out of their own pocket have to move to an institution. During the 
last few years several cities have begun to remedy this situation by providing 
services under a program called "evening patrols". The service consists of 
teams of two municipal employees each who travel by car or taxi from one 
consumer to the next according to a pre-arranged schedule. The patrol assists 
with going to bed and preparing for the night. 



Ibid. 
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So far the service has been adopted by some cities on an experimental 
basis, mulnly for older persons, The program luis ooon criticized by younger 
consumers who point out that It; Is inflexible and unreliable, since a delay at 
one point In the schedule will affect all subsequent users. The common 
criticism, which applies to most Swedish personal assistance programs, Is 
that consumers have no control over the staffing of this service and often will 
not know who will work for them on a given day. Also, recent articles on 
personal assistance in the dally newspapers took up the disadvantages of the 
service citing the example of an older man in Stockholm who has to go to bed 
at 5 p.m. every day of the year-even during summer when the sun Is up until 
10 p.m." 

Emergency Call Systems 

Another development intended to decrease the need for institutions 
consists of installing devices in the user's home through which assistance can 
be summoned. Senior citizens who live by themselves but also younger 
individuals often express their fear of an unforeseen emergency which would 
leave them helpless and unable to call for assistance. This insecurity is a 
reason why many older persons without actual functional disabilities move to 
institutions. 

There are various devices and organizational solutions which can be 
grouped into so-called active and passive systems. One active system, for 
example, is a small wrist watch-sized transmitter which allows the user to 
communicate with a manned staff room via microphones and loudspeakers 
set up at strategic points in the user's home. An example for passive systems 
might be one where a municipal employee makes periodic phone calls to 
check whether the user is well. Another example is a device installed in the 
user's home that automatically triggers off an alarm in a staff room, if no 
electrical appliance in the home is used for a predetermined number of 
hours. 

Over 6,000 apartments in Sweden are connected to active systems and 
900 which are hooked up to passive systems. 45 The experience with these 
emergency systems so far is inconclusive; many older persons do not feel safe 
with these devices and prefer human contact. A recurrent comment on the 
part of municipal administrators is that technical solutions can substitute for 
staff to only a certain degree and that the organizational arrangement of who 
will respond to an emergency call is of paramount importance. 

The apartments connected to a staff room via an emergency call system 
are either located within or in close proximity to service houses. 46 As more 
people living in the regular housing stock are to have access to emergency call 

44 Dagens Nyheter, October 10 through 19, 1984. 

45 National Central Bureau of Statistics, op. ciL, p.18. 

46 For a description of these segregated housing and service facilities see footnote 29. 
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systems, other solutions as to the geographical location of staff rooms unci 
organizat ional arrangements have to bo developed. 

FokuH or Cluster Housing 

Cluster housing under the name of Fokus housing is internationally the 
host known Swedish effort for keeping people with extensive need of 
personal assistance out of institutions. This solution luus been In existence In 
Sweden for more than 15 years. The concept was first realized by the Fokus 
Society under Prof. Urottgard in the late 19GOV 7 The original 280 Fokus 
apartments are located In 12 Swedish cities. The common pattern consists of 
10-15 special apartments dispersed throughout one large apartment complex 
of perhaps 50 or more units. In this sense the tenants with disabilities are 
geographically integrated. Fokus apartments are designed for the 
accessibility needs of wheelchair users. The unite are connnected via 
intercom to a staff on duty 24-hours a day. In the original concept the 
apartments were mainly intended as a half-way house solution. Individuals 
with extensive disabilities coming from parental homes or institutions could 
in these units acquire the skills necessary for a life in regular housing. 

Through the political efforts of the Swedish disability organizations and 
the Fokus Society Swedish local governments in 1973 were charged with the 
legal responsibility of providing that type of housing and services. Since that 
date all Fokus units are operated and financed by the respective municipality 
they are located in. Up to 1985 an additional 720 apartments have been built 
throughout the country that differ somewhat from the original Fokus 
concept. Cluster housing is no longer referred to as Fokus but as 
"boendeservice" which might be translated as M hous>J with service", lb 
the disability organizations that propagate for more boendeservice 
apartments the term "Fokus" has institutional connotations and they claim 
that thero are significant differences. Boendeservice in contrast to Fokus 
apartments do not share common bathing, laundry, kitchen, and dining 
facilities. The units consist of fewer apartments now ranging from 5 to 10 
instead of 10 to 15. This decrease in numbers was to further improve the 
geographical integration of the units in the neighborhood and to avoid any 
resemblence to an institution. The basic principle, 24-hour access to staff 
from a nearby common staff room, remains the same. 

In Stockholm boendeservice apartments are built and operated by 
municipally owned housing companies within the regular housing stock. The 
additional construction costs of the units due to their larger-than-standard 
floor plan, estimated at an average of 90,000 SEK per apartment, are covered 



« Brattgard, S.O., Carlsson, F., Sandin, A. t Housing and Service for tfw Handicapped in 
Siveden. The Fokus Society, Gothenburg,1972. 
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by the SUilc Housing Adaptation (Irani mentioned <»arlior ,H The staff hased in 
a larrt(Mi|)arlnuMit. within lluMi|>arlitu'rit(Mjin|)lt'j< is under the direction of the 
homo helpservk v of the city '« Social Service ( )ITic(», TtuH'OHtufiho.sorvicotu 
the consumer Is means-tested but. does not presently exceed 440 &EK a 
month, The tenants of the bocmiestrrhv units are selected by the city's 
Social Service Office who also leases the apartments to the tenants, 

Despite the 15 year old history of cluster housing In Sweden little* has 
been done in the way of critical evaluation, This fact can in part ho explained 
byUttMwerwhelmintfiackofindepH^ 

as for many individuals a bed in a nursing home is the only housing 
alternative, consumer organizations, service providers, and researchers 
seem to be less inclined to critically analyze and evaluate boandtmnrice's 
limitations, 

Though most of the residents seem satisfied with their living situation, 
frequent dissatisfaction is voiced in private, Complains about the high 
turnover among the staff, the frequent changes of workers whom a resident is 
exposed to, and the limited input in the decision of who is to assist a given 
tenant are similar to those raised by individuals who use the regular 
municipal personal assistance service in their homes outside of cluster 
housing settings. 

Among the shortcomings specific to the cluster housing solution, as cited 
by residents, is the possibility that assistants can be summoned to work for 
another resident whose momentary needs are considered more pressing. The 
urgency of tenants' needs is assessed by the staff. Thus, during morning 
hours the staff can seldom stay during one tenant's entire routine without 
interruptions (especially, if some workers have called in sick and no 
substitutes have been found which happens quite often). Such interruptions 
can cause considerable delays and as a result, residents find it difficult to plan 
their day, Since staff members are often forced to set priorities in how to 
allocate their limited time among the residents* competing needs, tenants 
have developed individual coping strategies. With time many residents have 
learned to assess the probabilities of receiving assistance for various tasks at a 
given time of the day and week and to adjust their needs to the staffs 
schedule. Another response is to try to gain a competitive edge over fellow 
residents by developing a pleasing, non-offending attitude towards the staff, 

There are recent developments which point to future changes in the 
boendeservice scheme and its prominent position among Swedish housing 
alternatives. During the last few years some of the residents with more 
extensive disabilities in Stockholm's older cluster housing units have 
successfully negotiated for their own personal attendants who are not 



4B Personal communication Gunilla Wahlstr6m, anpassningsgruppen (housing adaptation 
group), Fastighetskontoret (Department of Real Estate), City of Stockholm, October 26. 
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connected to the milt uikI who come m the mornings for the entire morning 
routine. During the rest of the diiy these residents rely on workora from the 
central staff room m hi>foro, HosldoiiLN who munngod to get them- personal 
assistant h reportedly experience the change as a significant improvement In 
their quality of life. They report. Increiused self confidence gained from a 
feeling of being In charge anil ahle to plan t heir day. It would seem that these 
persons could move out of their cluster housing unit, if they managed to 
develop a satisfactory back up and emergency system. 

A handful of consumers In Stockholm and neighboring communities 
have none a step farther. They live in regular housing and recruit, train, and 
schedule their own assistants. The workers are employed by the municipal 
Social Service Office who administers payment of wages, tax withholding, 
and all other employer's tasks. The solution has not received any publicity. 
Consumers with such arrangements have been reluctant to talk about, it, 
apparently out of the unfounded fear that the solution is not completely legal 
and might be taken away from them, if the news would spread. 

Social workers have not made any attempts to encourage their clients to 
find their own assistants. One reason might be that; it is the social worker's job 
to perform these functions and the thought of Informing clients of the 
possibility of finding their own assistants might not have occurred to them. 
There are also institutional hinders to this solution. Most consumers who 
have such arrangements need part-time workers, since they do not have 
enough hours for the 8-hour shifts of full-time assistants. Part-time work, 
however, is not looked upon favorably by the unions who demand full-time 
positions in their drive to upgrade th* status of workers. Social services 
offices are reluctant to put new part -time workers on the payroll also for 
economic reasons, because they have to first find work for their full-time 
employees who receive fixed monthly salaries regardless of the number of 
hours worked. Further, some social workers when asked about this solution 
do not see any advantage for the consumer in it. They will also point out that 
in their opinion only very few of their clients have an interest in or would be 
capable of running such a system. 

Assessment of Personal Assistance Services 

Administrative Compartmentalization of 
Personal Assistance Service 

Conceptually, personal assistance services consist of practical help with 
all the tasks which consumers cannot perform by themselves due to their 
disability. These tasks may range from getting up in the morning and needing 
assistance with bathing, toiletting, and dressing to household chores such as 
cleaning, shopping and preparing meals. Similar help might be required at 
work, in' school or wherever else one may be. Assistance might be needed 
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with transportation, moving about, town, making phmu* calls or running 
errands, Depending upon the nature of the disutility a mi er or sign 
language Interpreter may bo required, 

While consume™ may ntJtHot'atlifrtMiMuolKMwoontluMUHHlJorprmlii'al 
help, nay, In mating to the \o\\v\ at bona* and a' work, In Sweden the 
ros|K>nslbllky for funding administration, and iccmlunout of workers lot be 
two situations will be entirely different. Assistants at work tire under the 
Jurlsdietlon of the local offices of tin* State Hoard or Labor Market, whereas 
in-home support is the responsibility of loral governments, In some 
communities, as mentioned above, a difference is made between household 
chores (under the responsibility of local governments) and personal byMleno 
(sometimes considered a medical task and as such the charge of the 
respective County Council). Consumers eligible for the escort service have to 
apply to a special section within the municipal Social Service Office, If they 
cannot use public transportation for that occasion , they also have to order the 
paratransit service at the County Council's paratranslt office, The escort or 
any other municipal worker for that matter is not permitted to drive the 
consumer in the consumer's car, 

Tb the consumer the compartmentalizatlon of personal assistance 
services has severe consequences. For one, the agencies involved have their 
own eligibility criteria and periodic eligibility checks; they answer telephone 
calls only during certain hours of the day; services have to be ordered at least 
one and sometimes several work days in advance. Thus, the individual 
consumer has to spend quite a number of hours each month in handling 
these contacts. Consumers who do not have the time or energy required for 
these adminstrative tasks or do not have the capability or possibility to plan 
their life so far in advance, for example for health reasons, cannot utilize the 
services to the degree they would need them. 

Consumers are often dependent on not only one but several services. 
With each additional service used, the probability of delays or breakdowns in 
the total system increases rapidly as problems can arise in any link of the 
chain. At a recent conference on housing and services for people with 
disabilities in Stockholm the national chairperson of a Swedish disability 
organization told the audience that during the jrevious week she had lost two 
days of work. Her cluster housing facil ty had be »n short of staff and when the 
paratransit driver arrived to pick her up to Aork she was still in bed. The 
transportation service that has to be ordered at least one day in advance 
could not wait for her. The example illustrates the vulnerability of the 
consumer who is dependent on the smooth interaction of services provided 
by several agencies. Regarding our example, to many consumers the ideal 
solution would be that the worker who assists them with their morning 
routine also drives them to work. Since this arrangement would be 
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eoimidrmhly Uw expeimlve Hum me pamtmnMt Kervins \\w nuIuimmi would 
even allow NuhnMlt/ut inn of the eunmimers' use of their own i ur ami null be 
advantageous to the tux payer. 

The most rur rm hinKO>nN( MUinr<Mif thf rniMnuMiiuiicui ufswrvuvii la 

theSCMlHlMlflllltMUltlo^ 

for the programs breeds In consumers, Of all wivices which determine the 
consumer's (|imllty of lift* personal assistance is probably the single most 
Important one, ; lb split up personal assistance into many different 
compartments over which the individual has no control may nuike It difficult 
for the consumer to see his or her life us a unity, Under such circumstances it 
is difficult to perceive oneself in charge of oiio 9 h lift*. 

Economic* of and Obntiictew to De-In*tUutloiuillMttoti 

In Sweden one of the expressed aims of assisting older people and 
persona with disabilities in their homes is to reduce the demand for costly 
institutional can*, A bed in a Ions-term ward excluding food and medically 
related expenses cost approximately 480 SEK a day in 1082?* This cost 
consists mainly of labor costs for personul assistance and capital cost* for the 
physical plant. In comparison, the cost of one hour home assistance to 
Stockholm City was 60 SEK including all employer's costs and administrative 
expenses: 41 Thus, compared to the most expensive institutional alternative it 
pays to provide home assistance, as long as the need does not exceed 
approximately eight hours a day. 

This admittedly rough calculation nevertheless reflects some of the 
economics involved. Administrators are quick to [>oint out that it is a person's 
whole life situation and not economic considerations which will determine 
where a particular individual will end up living. The irony is, however, that 
many more individuals with disabilities-among them individuals In their 
twenties— as well as older people could leave hospital wards and other costly 
institutions, if planners would follow the economic criterion. The number of 
persons presently put up in nursing homes who could live in their own home 
with several hours assistance a day has been estimated at 7,000 in Sweden? 1 

There are several reasons for this obvious waste of human and monetary 
capital As has been pointed out already, in many communities the services 
available cannot support persons who need personal assistance outside 
regular office hours. Often, it seems, the relationship between insufficient 



*"Ratzka, A., op. cit.. p. 61. 

-"Ibid Rent or capital costs do not have to be addedto the at- home alternative, since moving to 
the institution does not always free the patientV former housing unit; there might be a 
rr> use or other household member who continues to occupy the apartment. Most people 
uj:3n moving to a nursing home do not want to consider this move as final and try to keep 
their old housing for several years. 

ai "Boer -eservice i varje kommun", Siwnsk handikapptidskrift, Vol 58, No 9-10, Oct. 1981. 
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in home personal tih^imuiMv utui the remitting o< vd for itibiiit iittuim] cur** is 
not pruperly undertih**! by |iliiitn«*ra in i\w ivspt rtivM||uvi*riiim*iil wgeium 
Rwii mi iitu ItTHtntKliiiM would require t loser cujiwruiioit between various 
levels of government There are, however, obstacles to sueh coo|K*ni!i<>n: 
In -limits assistance is paid liy the city, lnui|iUul by theiminiy K»liUcians 
at the municipal |t*vt*i are out willing to suggest it raise in Mai um>$ to finance 
a larger iniuuripul assistant v program a program whirl i would save money 
for the county Only u few routines have mantit subsidizing tuiitiU|nil 
lo honu* Mupimrt services. 

Another reitson why many |M*rwtii* cannot leave intentions or have to 
mow to institutions ih the fchortutf*' of acerssihle housing While legislation 
require* whrrlrhuir anessihility fur all new residential construction and, 
considerably less m riitM^tilly, for renovated older structures, the number of 
nrcvNHlhlc units is still severely limited- In Stockholm, for example, 06 |H*r 

* *'IH of all housing is inaccessible to wheelchair users* J Thus, tho probability 
that a person who acquires a disability in already living in an accessible 
structure is small Moving to a newer and accessible building is made difficult 
and time consuming by the tight housing market in the larger t itles, Recently, 
central and local government subsidies have Uwme available that rut In half 
the owner's cost of retrofitting mult I family structures with elevators Unlike 
the Stan* Housing Adaptation Grant mentioned earlier, these subsidies are 
available regardless of whether any persons with disabilities are presently 
occupying any of the apartments in a given building, Apartments are the 
prevailing form of housing in Swedish cities. Since lack of elevators is one of 
the most important reasons why [>eople with disabilities have limited choices 
in the housing market, the program holds great promise for allowing |>eople 
to st^y in their own home v. hen they become disabled. At the present, the 
subsidy proguim is still too new to have any significant impact on current 

it istit i it it >i utlizal ion effi >rts , 

Pre f«BslonalUm and Limited Consumer Input 

Swedish j^rsona) ^Ls'ance programs and social services in general are 
characterized by a »:e \ wards pmtasionalizution. The unions an? on 
record for pushing for upgrat <ing o? i atetants' status and an important aim is 
full-time employment. Vhile in 1980 only f >ur per cent of all Swedish 
municipal oersonal assistants were employed full-time, in 1982 this figure 
was already seven per cent and can be expected to continue to rise. At the 
same time the nun/, "r of persons who are employed by the municipality in 
order to work for a disabled member of then* family, living in their household 
or not. has been decreasing from 24 per cent >f all worxers in 1970 to i ! per 
cent ; \ 1982* According to one obber "attM n unicipaiitic-- vhcre 

* Rauka. A., op. nr.. p 27. 

* Daatland. S.O. and Sundstrflm. G. t op. cit,, p. 6b 
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Unlay nut a single assistant work* fur u Native 1 This ti**ud ha* been iwrilwl 
to "Hurl* iM i the part of union* ami local governments to upgrade llw 
pnifrtxiioiml status of their Miiff* 

li would wvm dim an iiureaHe in full mmu * .... : the 

total numb* f of employees In particular, indents and 

other typical purl lime worker* will rvu Mmy v<»ungci consumer* of 
pewit ml u^mtauee preler tht^ flexibility in nm kin<4 Jmuth and attitude* that 
often characterize iheae workers 

Another Mep toward* more profestiioiialiKin umtmA r a^htaMH 
mnwistH of the demand* by the unUmN ami the organisations ui people with 
disabilities fur more workers' training The union* ejqieii higher status and, 
ultimately, letter pay (although at present more training in not rewarded by 
higher wages) The large disability organization* *up|M>rt these demand* in 
the hope for better quality service. 

A straight forward wuy of linpravlmi the quality of the service would 
seem to In* to raise workers' wages; more applicants would eonq>eie for a 
given number of positions and select ion criteria could 1** rui*e<l The problem 
remains of whose criteria would be used, For iwraonnel adminstrators ut the 
municipal nodal services office formal qualification* such as health care 
related courts and work existence In institutional settings are important 
selection criteria, Yet such qualifications are questioned by many 
experienced users of personal assistance who live outside of Institutions. 
Younger consumers will point out that the courses offered by local 
governments are geared towards assisting older persons who make up the 
majority of all consumers of personal assistance. This training, it is claimed, 
Instills attitudes in the workers towards their clientele which younger 
consumers find negative. The same goes for work experience in institutions. 
Signs of attitudes that do not support a sense of self-direction and self-worth 
among consumers can be found in some >f the language around personal 
assistance. In many regions workers, for example, are commonly referred to 
as "home Samaritans". The Good Samaritan, according to the biblical 
account, saved a half dead, robber victim whom he happened to see at the 
wayside from a certain death. Thus the term seems to imply that the 
consumers* life and well-being is completely dependent on the charitable 
instinct of some chance passers-by. Further, the work of the "home 
Samaritans 11 is commonly called 44 vard", "omsorg 11 or ,4 att ta hand om"— 
terms that suggest passive dependence and being taken care of. The view of 
people with disabilities conveyed in this language is incompatible with the 
goal of full participation and equality. 



* Ml 

" Ibid. 
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Many \wf* of |tt*r*tnal a*sMwut* M Mm th^ i* ^ tn*tittjtMiai work 
r**j*^i^uv and health raw i* ■■.ml training aslant* hav«, iuh im *t#ak uf 
unir**** in dfeahility |wyt hnloigy offrrwj hy wime ariai ^rvnv offot* § to Uirir 
workers , ^asi^r it »* fur th*^ consumer **> dir**i hi* *** lu^r assistants If 
ftinipbody Utot** traiwd, many coH&otwrsconu *ul, it hluattd Iw tit* u«er*uf 
j*<r*onal a#»i*tanw 'fli motivate mul dirwi another j*rn>on tak** **ttt** 
psychological and whnaUonal *kUte which haw to t*< |t*arnt*t the 
turnover rate among a&»i*tant#, aUwt ;w jh r wit |**r year in Hn* khoimr if 
much higher than ttnumg e«*nt»timenh wIim< make* investment* in users' 
training woo 'Meaningful Iwuivauve uiul *utve4*fut method* tur training 
consumer* are availahle** 

A* 4 selection criterion, thrn. many t onaumer* wouM suggest actual joh 
l#rfnrmaj*ee Since iirmmnH administrators toA***ver, *eld»m lu*ve the 
opimrtunity to ohservr wi j»rken> to the home if non&umer*. the t^fformajw 
evaluation would have t« li» done ••>• the individual consumer Such an 
approach as well as the notion that it (should thr» consumer who train* and 
su|>ervises his or her assistants i*. howi*ver. contrary to the aim of upgrading 
workers* prcifes&ioiial statu* 

The mow toward* higher forms of professionalism finds anwher 
expression in the rm*nt intnalut-uon of assistant team* tn Stockholm, fcr 
example, in ^wml district* u&»i*tani* work to gmup* i4 four to five Each 
morning the team starts the day toy mewing tn their staff room. uauaJJy an 
apartment rented by the city 'a social service office at the neightoriuMd crfiJhne 
team's clients. During these morning meetings workers discus* and 
distribute among themselves the tank* for the day The rationale (or thia 
innovation in to improve the mktantu' working conditions tiy pniA'Ming 
Utem with a place of their own for meeting*, meal*, arvi iupport from their 
colleagues. 

The solution has not gained popularity anumg consume* for the 
following r^a^eins, Fbr one, staff meetings at 8 a m for 20 minute* or more 
mean that consumers cannot start their morning routine before 8 90 a m, 
which Is too late for people who vork or have children Al*o, some 
consumers fear that when assistants discuss their work load with each other, 
details of the clients' private lives will tie exchanged, About 20 to 30 per cent 
of the assistants' working hours are spent on activities such as staff meetings, 
training, travelling to consumers' homes, and rest periods? 



* T FVrsonal commtmiortion, G*nU SundtwKim, tv^rtmrnt cMT 0** 'MoMy. Univrnay »f 
JdnkOping 

* One of 0u» main $^n irr» offcrtHl by In<it*t*rn4t»m UvUtu IM^wns in the US nrv Irui^i'trndmt 
Living Skills Ca* Ser for example. Sax ton, M , FV^r Couniwiinn", in Crt^, N It , 
Zola, Irving K. arui Assocutlrs, Independent Uittqfctr Phytttmity thmbbd f\**$4e, 
Bass Publisher*. San Francisco, I9S3 

** FVrsonaJ communication, Gerdt Sundstrom 
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Another example ol* professionalism are tasks of therapeutic nature 
which the Social Service Office charges the workers with. Thus, assistants 
are to "activate" consumers. Tb 1 Activate" usually means that assistants are 
to perform only those tasks which the consumer cannot do himself or herself. 
In a recent report on the quality of personal assistance in Stockholm 
conducted by a disability organization a common example of this approach 
was cited. Workers will dust off the upper corners of pictures on the wall and 
motivate consumers to do the lower corners which are in reach for a seated 
person! 10 Tb many consumers the issue in using assistants is not only that they 
need help in getting chores done which they cannot do themselves; many 
tasks which the consumer might be able to perform himself will take much 
time and energy which can be spent on other activities, say, employment. 
The choice as to how to spend their energies, consumers contend, should be 
theirs. A similar expression for what might be termed paternalism is a recent 
decision by the Stockholm Social Service Office that prohibits attendants 
from buying alcoholic beverages for their clients, 

A list of regulations governs the various tasks which assistants are 
allowed to perform in a consumer's home. For example, in Stockholm a 
worker is to clean only the consumer's bedroom, bathroom, kitchen and 
living room but no other area. Linen or carpets may not be laundered. No 
windows above the ground floor may be washed for safety reasons, For many 
consumers house cleaning is done every other week on a fixed day regardless 
of unscheduled needs. There is much uncertainty around these written and 
unwritten rules which tends to cause confusion and insecurity among users 
of the service. 

The regulations not only limit the type of tasks which the workers may 
perform, they also specify the assistants' working conditions, The 
consumer's home is somebody else's work site. Thus, a supervisor at the 
city's Social Service Office may inspect the consumer's home in order to 
check , for example , whether the bed is of the right height and accessible from 
at least three sides. The regulations are the result of periodic negotiations 
between the city administration aaa the labor unions. Individual consumers 
or their organizations have no part in these decisions. 

The area where the lack of consumer input is felt most is the decision of 
who will work for a particular user of the service. Many consumers will 
contend that the work consists of very intimate moments and constitutes a 
close social relationship during a large part of the day. Also, the consumer, by 
the nature of the work, is forced to expose his or her everyday life and private 
sphere to another person. Under these circumstances having an outsider, a 
social worker at the local Social Service Office, decide who will work for a 
particular consumer can be experienced as a humiliation. The assumption 

m Nordsttirm, M. and 6rn, G., Studie over hemservice for handikappade, W~ .1 Stockholms 
lan, 1984, p. 27. 
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that any assistant can work for any person, the explicit rule especially in 
cluster housing units, amounts to a denial of an individual's uniqueness as a 
human being. Implied in (his rule is the attitude that all people with 
disabilities are the same, as if their disability was the only important aspectof 
their person, (This stereotypy)^ mechanism when applied to other groups, 
to a di 1 Tent race or sex, for example, is commonly called racism or sexism 
and r \ iered a form of discrimination. When directed against people with 
cw >■'»' s the Independent Living Movement refors to thio attitude as 
M hano t ppism'\) As one consumer, a woman, stated at a recent conference 
on cluster housing, "it is o' Hy after I moved to boendeservice that I no longer 
have control over which i^on enter my beo* >)om"! 11 

A repeated complaint b v consumers is that social workers, out of an 
alleged misunderstood professionalism, will see to it that no personal 
attachment develops between client and worker. For that reason consumers 
often hesitate to indicate a preference for particular workers, since they fear 
that as a result other workers will be assigned to them, 

There is also a very tangible and practical aspect to this issue. Individuals 
with extensive disabilities have specialized needs that diffe r from person to 
person. Each time a new worker comes, he or she has to be instructed and 
trained by the consumer in work routines that might be unique to a particular 
consumer. In this way a morning routine that will take, say, three hours with 
a trained worker might take up to one or two hours more. Apart from the 
aggravation and inconvenience of being awakened by a stranger who has to 
be instructed, the delay will affect the consumer's ability of leaving for work 
at the scheduled hour. Since turn-over among the municipal employees is 
very high— one consumer in Stockholm is on record as having had 67 
different workers within a single month 62 — the uncertainty about at what 
hour a person will be able to leave his or her home in the morning might be a 
contributing factor to the high unemployment rate among persons with 
extensive needs of personal assistance in Sweden. 

lb workers the presently high turnover rate and resulting frequent 
changes in assignments are not satisfactory either. They often report 
discomfort when they are sent to new and unknown persons whom they have 
to assist with intimate tasks such as personal hygiene. 

In summary, there is a clear conflict between workers' attempts to 
upgrade the professional status of their work and consumers' interests in 
obtaining more control over service delivery and quality. The question then 
is how both quality of personal assistance and worker satisfaction can be 
improved without turning the work into a profession. 



fi1 Conference on boendeservice organized by Stockholms kommunala handikapprad (munici- 
pal council on disability issues), Almasa kursgard, Stockholm, January 28, 1985. 

fi - Personal communication, STIL (Stockholm Independent Living group). 
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Decentralized Financial Responsibility and Regional Inequality 

As stated above, the responsibility for providing personal assistance 
services rests with local governments whose expenditures for the service are 
subsidized by the central state. Since the services provided in a given 
community will depend on awareness of needs, political priorities and 
municipal finances, extent and quality of personal assistance vary widely 
among municipalities. As a result, persons with disabilities depending on 
these services face severe restrictions in their geographical mobility 
unexperienced by their non-disabled peers. Within the County of Stockholm, 
for example, an area consisting of some 24 separate municipalities, 
individuals with needs of personal assistance during the night and on 
weekends who cannot arrange these services through their families or by 
hiring assistants with their own money, are able to live in only half a dozen 
communities without running the risk of having to move to a county 
institution. 

In this regard then the decentralization of social services to the local 
level, as prescribed by Swedish legislation, has been detrimental to the 
efforts made by people with disabilities in becoming equal participants in 
society. In the view of this writer financial responsibility for personal 
assistance has to be as centralized as possible, that is, be paid for in toto by 
national income tax revenues in order to avoid regional inequities. A possible 
vehicle for such a transfer at present would be an expanded National 
Disability Allowance (handikappersattning). The program which was 
described above is meant to compensate persons with disabilities for the 
additional cost of living incurred as a consequence of their disability. 

At the same time, this solution would allow the control over the service 
to be as de-centralized as possible; consumers, if they so wished, could 
administer the funds necessary for hiring their own assistants themselves or 
turn over the money to the city's social service office or some private agency 
that could provide the service. The choice would always be the consumer's. 

Funding personal assistance at the central state level through the 
present disability allowance would also keep more persons with disabilities 
out of costly institutions. As was pointed out in previous sections, the present 
division of financial responsibility for personal assistance and health care 
between municipality and county gives financial rewards to those 
municipalities which provide a minimum of personal assistance services; 
persons who cannot manage on such a minimum will have to be referred to 
nursing homes which the county pays for. With central state funding for 
personal assistance shuffling people with disabilities around would come to 
an end, since consumers vould have the means to purchase the services 
anywhere. 
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Limited Choices 

In Sweden the alternatives for persons with extensi • ; disabilities in 
housing and personal assistance are still severely limited. The options for 
people needing extensive personal assistance are living with their families, in 
nursing homes, using the municipal personal assistance service while living 
in the community, and cluster housing, 

In communities with poorly developed personal assistance programs, as 
developed above, people with disabilities are often forced to jjet services from 
their relatives after office hours and on weekends. When parents or spouses 
are no longer capable of providing the necessary practical aid, there is often 
no other place to go but the nursing home -especially, if the person has never 
had the opportunity of acquiring the skills of living on his or her own. Nursing 
homes, the Swedish disability organizations contend, should never be 
considered an acceptable housing solution fur people who do not have to live 
there on medical grounds. Despite public statements by Swedish politicians 
on their committment to deinstitutionalization and on its economic 
advantages there are still people with disabilities living in nursing homes, 
often people in their early twenties, purely for lack of appropriate personal 
assistance services in their communities. 

Given these choices, or rather lack of them, the advent and development 
of cluster housing has been embraced by public officials and consumer 
organizations alike as the solution to the housing problems of persons 
requiring extensive personal assistance. The number of persons aged 20-65 
in need of this arrangement has been estimated at some 10,000 which, for 
comparison , is 0. 12 pe r cent of the total Swedish population or more than two 
thirds of all Swedish wheelchair users in that age bracket. The estimate made 
by one of the most powerful Swedish disability organizations has gone 
unchallenged. 63 While the estimate may be correct as far as the number of 
persons is concerned who are in need of more extensive personal assistance, 
the conclusion that these assistance needs have to be met in cluster housing 
arrangements only must be considered unfounded. 

The cluster housing solution, some consumers point out, implies that 
people with disabilities have to move to where the services are and not the 
other way around. The result is a severe restriction of the geographical and 
social mobility of people with disabilities in need of personal assistance 
which profoundly limits their possibilities for full participation and equality. 
The term "koncentrat M (concentration) commonly used in the jargon of the 
Stockholm Office of Social Services for cluster housing is a good description of 
the geographical limitation and the semi-institutional character of this 
solution. Cluster housing is presently not available in all communities and in 



63 As quoted in Mansson, K.C.. Housing with Day and Night Services for the Severely Dis- 
abled, The Swedish Institute for the Handicapped, Stockholm, 1982. 
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all neighborhoods. Nor (loos It allow tenants to live in any other form of 
housing than apartments in multi-family structures!" Also, unlike in regular 
lease contracts tenants of boondosaroica units are not free to swap 
uparlmcnts with anybody they choose. In Stockholm's tight housing market 
exchanging apartments is an easy and popular method of adjusting one's 
housing to changing needs. For tenants of botmdasoroicc apartments, 
however, exchanges are possible only with persons who qualify for 
bocmdescwice according to the Social Service Office's criteria. 

STIL: Consumer Reaction In the Form of An Incipient Independent 

Living Movement 

As a result of a seminar 0 * on the Independent Living Movement in 
Stockholm in December 1983 Stockholm's Independent Living Group (STIL) 
was formed with the objective of increasing the number of personal 
assistance alternatives for persons with extensive disabilities. While STIL 
does not deny the advantages of boendeservice over institutions or parental 
homes, its members argue that boendeservice as the only solution cannot 
satisfy different, individual needs. Persons with extensive disabilities, 
according to STIL, despite their common need of personal assistance are 
individuals with different personalities and social and economic background 
who have the same right to find their own way of living as their non -disabled 
peers. The flexibility implied by this right, STIL members claim, depends on 
two requirements; 

• not linking housing a' d services into one bundle as in cluster 
housing 

• municipal or, preferably, central state personal assistance 
allowances directly paid to the consumers to enable them to 
purchase the services from whomever they choose. 

Personal assistance programs that incorporate these two principles, STIL 
members contend, enable individual consumers to custom-design their own 
assistance system by making all decisions as to staffing, scheduling, training, 
hiring, and firing. In order to demonstrate the feasibility of such solutions 
STIL is preparing a pil^t project where consumers of personal assistance will 
function as employers of their assistants. STIL is currently negotiating with 
the City of Stockholm for an agreement where the participants in STIUs 
project will receive the amount that the city presently spends on the 
respective individual's personal assistance. The funds will then be 

w Recently a few cities, such as Gothenburg, have suited boerider ^rvice units where con- 
sumers live in single-family row houses. Because or the lower density of singie-family 
housing this solution involves larger walking distances for t he staff and has not been popular 
with the unions. 

* Participants from the United States were Judith Heumann and Edward Roberts, World 
Institute on Disability, Berkeley, California. From the United Kingdom came Ken Davies, 
Derbyshire Coalition of Disabled Citizens and Keill Slatter Hampshire Independent Living 
Center. 
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administered hy the participants either individually or in form of a 
cooperative. Participants will luive the (1iolcxM>f taking on the administrative 
tasks associated with being an employer or charging the cooperative with 
that task. 

Since STIL's membership consists of individuals with extensive 
disabilities facing very limited housing choices, the organization's initiative is 
seen mainly as a protest against cluster housing, While bocmdeseroice has its 
rightful place among the present, limited housing and personal assistance 
alternatives in Sweden, these recent developments indicate that consumers 
there have begun to question the monopoly position this solution has had for 
so long. 

The hypothesis is here suggested that when the number of cluster 
housing apartments in a given community increases beyond a certain level 
relative to the number of persons in need of personal asistance, the only 
other alternative for many, a nursing home, ceases to serve as the sole 
reference point and other imaginable solutions are explored that promise 
more degrees of freedom. Perhaps it is no coincidence that STIL was founded 
in Stockholm which is the city with most cluster housing apartments per 
capita in Sweden, presently 150 apartments in a total population of some 
600,000 inhabitants. The most active members in STIL are residents of 
boendeservice units who expect considerable improvements in their whole 
life situation from moving out and administering their own assistance service. 

As an aside, the above argument might explain why the Fokus scheme 
seems to face less criticism ; in the Netherlands than boendeservice in 
Sweden— despite the fact that the Dutch cluster housing solution has 
retained more of the institutional characteristics™ of the original Swedish 
Fokus scheme than boendeservice. People with extensive needs of personal 
assistance have apparently considerably fewer alternatives in the 
Netherlands than in Sweden which can be shown by some rough 
Cc.Iuilations. 

The number of persons in the age bracket 18 to 65 and in need of 
extensive personal assistance has been estimated at roughly 10,000 in 
Sweden and 15,000 in the Netherlands? 7 In the Netherlands, as of 1984, 
approximately 1,300 persons or 9 per cent were housed in residential centers 



m Dutch Fokus units, for example, consist of 10>15 apartments whereas boendeservice units 
have 5-10 apartments. Dutch Fokus units, in contrast to Swedish boendeservice, are still built 
with common kitchen, dining, laundry, and bathing facilities. Judging from the account of 
Ge rben De Jong (Independent Living & Disability Policy in the Netherlands: Three Models of 
Residential Care & Independent Living, World Rehabilitaton Fund, Report #27, New York, 
1984) assistance with household chores in Dutch Fokus units is not available before 8 a.m. 
and after 6 p.m. which makes for late breakfasts and early dinners, nor seems to exist the 
possibility of using Fokus assistants outside one's home. In Swedish boendeservice units 
assistants are supposed to be available for household chores and outings as long as there is 
enough staff for the other tenants' needs. 

17 Rateka, A., "Speculations on the Future of the Fokus Scheme" inDeJong,G.,op. ext., p. 87. 
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Mich as Hot Dorp'* (an entire vlllnn^ <>f 400 Inhabitants In need of personal 
assistance); 200 or a little* more than 1 per cent, lived In Fokus units; and tho 
remainder, about lU f fi(X) or 1)0 per cent, stayed cflthor In nursing homos or 
had to rely entirely on family for assistance, since there in no personal 
assistance program for persons living outside residential centers or I^kusf" In 
Sweden residential centers such as Hot Dorp and Its smaller versions arc 
unknown and would be unacceptable to disability organizations am', policy 
makers. About 1,000 persons or 10 per cent live in cluster housing; some 
3,000 or 30 per cent live in nursing homes?" the remaining 0,000 or fiO per 
cent live at home with personal assistance provided by municipal home 
helpers. Since in many communities such assistance is not available? after 
office hours, an unknown percentage in this group has to rely on 
supplemental assistance from family members or other sources. 

Fbkus housing in the Netherlands offers comparative advantages which 
help to explain its popularity. In a very tight housing market and without 
national accessibility codes in residential construction it is apparently very 
difficult to secure accessible housing in the Netherlands which makes the 
relatively spacious and subsidized Fokus apartments very attractive. Also, 
Fokus housing with ADL-assistance paid for by state insurance is financially 
considerably more attractive than the residential center alternative where 
the resident is left with a mere pocket money or living at home in the regular 
housing stock where assistance has to be provided by family members or has 
to be purchased with the consumer's own money 71 In Sweden boendeservice 
offers no such financial incentives. 

Under such circumstances there is no way of knowing how much of the 
Fokus scheme's popularity in the Netherlands is explained by its intrinsic 
qualities and how much is merely due to the overwhelming lack of better 
alternatives tolerated by a weak consumer movement. 

STIUs initiative has met considerable interes; and also initial resistance— 
the latter not surprisingly from the established aisability organizations who 
are strongly committed to the boendeservice r\ del. In STIUs view one of the 
reasons, why cluster housing has become tl ain solution propagated by 
these organizations, is the fact that Swedish cuo, jility advocates traditionally 
have often been persons who do not need personal assistance or have no 
disability themselves and who therefore lack a first-hand understanding of 

For a personal account on Het Dorp see Zola, I.K. , Missing Pieces: A Chronicle of Living with 
a Disability, Tfemple University Press, Philadelphia, 1982. 
M rv>. r <>;& G. % opcit., p. 53. 

70 In 19s' an estimated 7,000 persons of all ages were staying in nursing homes who could 
manage to live in their homes with several hours of personal assistance a day. ("Boendeser- 
vice i varje kommun", Svensk handikapptidskrift, Vol 58, No 9-10, Oct. 1981, p. 21) Today, 
this figure is probably lower. Also, since most of the people in this group wen ">5 or older, the 
number of persons in the age group 18-65 most likely does not exceed 3,0u). 

71 DeJong, G., op. cit., p.64. 



46 



47 



the imporlunco of personal assistance for a selfdlrecled life, STIL has 
reeotfntoxl this limitation and does riot permit persons without need of 
personal assistance on its hoard. 

Interestingly, mueh of the initial resistance has mine from the political 
'eft who opposed STIL's proposed models of consumer control as 
''individualistic" The argument Is that personal assistance is the 
responsibility of and should be administered by public bodies under full 
eu trol of the democratic process instead of private and perhaps even 
nreflt-orlented Interests, In this position STILs initiative is seen as part of the 
rccont ' 4 privatization " wave which proposes private and often profit-making 
colu? ons for services, such as health care, which in Sweden have 
traditionally been considered to be in the public domain. STIL members 
respond that they do not f«o themselves as helpless hospitalized patients 
who need protection from private profiteers but as healthy, self-directed 
individuals living in their own home and pursuing an active life who know 
want is in their best interest, STIL also points out that it must be in the 
hue rest of all forms of government that some decisions remain in the private 
sphere and are not subject to public control, namely, decisions about such 
mundane everyday tasks as when and how to go to the toilet. The attitude of 
critics on the left towards STIL has improved considerably after it was 
announced that participants in the pilot project, if they so wish, will form a 
consumer cooperative which functions as the employer of their assistants. 

Swedish unions are known for their reluctance to support 
de-institutionalization fearing that they cannot protect their Members' 
interests outside of large institutions, Thus, they have been critic;) J STIL's 
proposals arguing that personal assistants could easily be ex. oited, if 
employed by individual consumers. Tbday, due to pressure from tho unions 
municipal Social Service Offices have issued a multitude of rules that regulate 
in detail the tasks assistants are to work with. STIL contend* that in the 
consumer-assistant relationship, made possible in the STIL- project, both 
have equal opportunities for and an interest in establishing r satisfactory 
working climate where both parts together can reach agreenu rts. In this 
way, assistants too can choose whom they want to work for in coi > rast to the 
regular municipal home help service or boendeservice where they can be 
ordered to go to anybody. More than 10 per cent of STIL's membership 
consists of boendeservice workers who support STIL's initiative in the hope of 
improving their own working conditions through the pilot project. 

One of the most persistent arguments against STIL's personal assis* *nce 
initiative is the contention that not many persons with disabilities have the 
ability to manage their own personal assistance. These doubts are most often 
advanced by social services professionals and by non-disabled functionaries 
of disability organizations some of whom have called the proposed STIL 
project "elitist". STIL's reply is that even if not all consumers are willing or 
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abio to administer thoirown iMM'HonaluAslstancoHmlcv.thlH, InltMcir, would 
not roimtitutc^ sufficient grounds for hlnderintf those who are ahio and willing 
fromdoin«so, In most other ureas differences In noodNanduptllutloHamonrt 
citizens are recognized, In fart, insisting that all consumers of personal 
assistance should have the sumo system, STII.cuutnntH, Ih rcndniscontofthe 
stereotyping attitudes which people with disabilities have? been exposed to 
for so long, Hy assuming that all consumers of personal assistance have the 
same needs, abilities, and preferences this type of prejudice in effect denies 
people with disabilities their uniqueness as persons, 

In order to give as many consumers as possible the opportunity of 
administering their own personal assistance STIL has on its program peer 
support groups and peer counselling eown.es whore consumers can acquire 
thn necessary administrative skills and train to become more self directed 
and assertive individuals, 

When pointing to the documented success of consumer-controlled 
personal assistance services as they exist for example, in California, 
England, New York City, and Denmark;- die reply is often that in Sweden 
there is a different social climate where local governments are strongly 
committed to providing such services. Swedish law in this area 
(socialtjtfnstlagen) counts people with disabilities among the "weak" groups 
in society together with children, older people, immigrants, etc. whose 
special protecHon local governments are charged with. As it is often put, "in 
Sweden we take care of each other". In thir, climate consumer-run assistance 
services are seen as a necessity in the US to which people with disabilities in 
Sweden do not \ • -ve to be exposed to . The fact that in Denmark (whose social 
welfare policie* re quite similar to Sweden's) individuals with extensive 
disabilities have had personal assistance schemes? 3 as propagated by STIL, 
since the late 1950's is quite disconcerting to advocates of this position. 

The language used by STIL seems to stir up sentiments, such as STIUs 
insistence on individual contiol over hiring and firing. In a social climate 
where terms like "home Samaritan" were developed, the thought that 
persons who have extensive disabilities and depend on physical help should 
be able to fire their ' 'Samaritans" is a v ovocation to many. The s^me is true 
for STIUs demand that individual consumers iiave to be able to be employers 
of their workers, if they so choose. While anyone is legally free to hire other 
persons' services, tose i >e people in Sweden, the word "employer" seems to 



72 Rosenfeld. D Cost Comparison of 3? Ventilator Dependent individuals: Hospitalization 
vs. Howe Care, Concept of Independence. Inc., New York, 1985. F. t information on 
California and England (Si. Thomas Hospital, LondctO see Laurie, G., ov. tit. For informa- 
tion on Dennark see Am :>erg>; pai*r presented at the Third International Polio and 
Independent Living Confr - i St. Louis. Missouri, May 1985 sponsored by the Gazette 
International Networking 1. i'ute, St. Louis, Missouri. 

"The pertiner.t legislation u> Denmark is § 48,3 of the Danish Social Services Act (bist- 
andsloven) 
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carry the connotation of upper class membership. The thought of people 
with disabilities as employers might cause Home discomfort then, became It 
would turn their perception of the social order upside down whore people 
with disabilit ies have always been at the bottom of t he totem polo, 

STIL which considers Itself us part of the world wide Independent Living 
Movement points to the uneven distribution of power In the encounter 
between professional service provider and consumer and talks about the 
need for people with disabilities to empower themselves, Many persons 
Including Individuals with disabilities dislike the word "power" In this 
context, Persons witn disabilities are apparently not exported to he 
self-dirocted and assertive, since physical dependence is often automatically 
associated with emotional dependence, 
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IV. RI3IARCH ISSUeS 



Despite the fail that public jxTsunal iu,stMau»v pmgranu* huw liwn in 
existence in Sweden for over Ml yeant ihnv lias Im-« mi MirprLsi Ml.v little in the 
way of|H»licyeviUuation.The work that hits been done in ihk ur •» isMitriclccHo 
fUtliutiiviclrwTiirtivt^tallHtk^un iiuinU'rHuflnhirH pnivWc 1 *'. by lyjKMrfwrvltv, 
hiunU'r of consumers, stall and rxiHMuIitun^: 1 Decision < i the* extent uiul 
ontwibuitloiuil form of the services sivm to Ik* made by liK iU |>olit|ciuns and 
udininismuors without vimuilly any auutlylU* research or-, questions such m 
lUHHlsaswwMH'nt.tjuality of services, impact oftheseivitv hi consumer' lives, 
thtMutinifsutuilutlonbH^ 

with disabilities, or Uu? influence of jkmsomsU assistant v or tin 1 inci tcn<** of 
institutioiuili/ation, 

Sweden is probably (««MifUio (xniutrios with Mu 1 oldest mid mast extensive 
ex|>erieneo in this area. For these reasons aid Urause of he country's 
longstanding trudition of keeping excellent rvconls Sweden [ijwides a unique 
opportunity for in depth studies of i>ersoiuil ass stance, ftesoarch on Swedish 
personal assistance delivery systems, with due consideration of the problems of 
transferring programs from one? sa'ial |x>Iicy dim; e and institutional framework 
to another, can provide valuable policy information *o disability advocates, social 
policy decision makers, and service providers in other countries whore the 
establishment or expansion of existing services Is contemplated. 

In the following a very brief discussion of some of the research issues raised 
by Swedish |>ersonal assistance schemes Is provided. 



When reading the samty literature on personal assistance set 
various countries it is interesting to note the difference in estimates of wi m, 
of the population needs such services. Looking at West German tnd SwediJi 
statistics, for example, the incidence of a functional disabil. v requiring 
community -based personal assistance in West Germany is estimated at 2.9 per 
cent of the total population eight years and oldef ' whereas in Sweden t is figure 
has been found to be 8.1 per cent solely in the age group 15 to 751* 

A question for research then, would be to analyse the cross-cci xry 
differences in needs assessments. First, a model of the <icr* .-nvnants ™ -vizi jate 
needs would have to be constructed which could include such demographic 
variables as age mix, incidence of certain diseases and accidents, family 

** National Central Bureau of Statistics, op. cit.; Daatland, S.O. and Sundstrdnt. G.. op.cit. 
™ Bundesministerium fur Jugend. Famiiie und Gesundheit, At&ahl und Situation zukause 

lebender Pfe&bedurftiger. Stuttgart, 1980. 
7H Blomgren, L. and Brattgard. S.O., Tiie Rvsk of Becoming A Wheelchair User— A Methodto 

Calculate the Risk of Becoming Disabled, Handikappforskriingen, Gothenburg University, 

1979. 
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Htruduiv, urhut-mrul mix, uml women'* pmiitipiifton in the luUn* form Other 
determinant which come to mind would beu wrHnf (Hiliry vuriuhlen n\v\\ m 
prwbiion oftechnirol aids, availability of rehabilitation ^rvieos, wwsHjbiliiy of 
the housing ntovk, IuiuhIum iiciu|iuuiuit programs, niii\s of itisiitutitiiuUi/aaiuii w 
well ivi fliuuuiiiM iiuHiuuiLsiiiN «if |M<rm»iml ithHbuuut» mi<l nwlib^ttbil inMitutioim, 
Finally, mi explanation of the observed rinMrt-nnutiry dlflereums In ikhhIh 
tiNKt*ttfiii'iita would have in look into cull uml dilYeMuvn, in particular, the 
uttltud* lowaixtsptHipIo with disabilities, llitHUHliTlyinMas.siuupiionsaHt()UuHr 
ubllit j irtlcipate, ami to what degree them* mtitiititm have Urn internuli/ed 
by |h»iujiim with disabilities 

Redefining IiiNtltul loiw 

The dissatisfaction with tlu* ItmiUul iuiiuIht of housing alternative for 
|H*rsons requiring extensive |>ersonal asslstaiuv that has Itnl to tlif formation of 
ST1L Ls primarily dinited against cluster housing or Ixxmhwwiw us the 
housing solution for |*s>ple wll.li extensive disabilities. The proponei of cluster 
housing chum that Ixxwlastnvuv Ls an alternative txj institutional living: tenants 
live in their own apartments which outwardly are indistinguishable from 
nelghtx>ring units, a maximum number of ten Uvwtiwmift' apiirtments Ls 
dispersed throughout a huge ajuulment complex guamnteeing gtK^gruphieal 
Integration, unci resident art* free to come and go, 

On the other hand , lxxrmhwn>kv tenants point out a series of problems that 
they experience in collection witii the staff: Wbrkere sometimes do not respect 
tenants' privacy and enter the apartment with the stafT key without ringing at 
the door; stafT Ls suspected of spreading intimate details of the residents 1 lives; 
workers discuss and determine which activities of the residents they an? to 
support. Other common complaints have already been mentioned such as 
tenants 1 lack of input in stuffing decisions, rules about the type of bed, etc. a 
resident is allowed to have or the geographical limitations banideservicc entails. 
The list could be continued. Many of these grievances are reminiscent of the 
critique directed against institutions such as hospitals. It would seem then that 
there is some evidence that institutions do not necessarily have to consist of brick 
and mortar but can also be of the "ambulatory" type. 

An area where more work has to be done then is the question of what 
constitutes an institution. One approach might be to compile a list of features 
which are commonly associated with institutions and to examine which of these 
properties also apply to cluster housing and similar solutions. 

One feature suggested here as a central characteristic of institutions is that 
the consumer in feeing the staff does not meet individuals on a one-to-one basis 
but is dealing with a hierarchically ordered organization that has its written and 
unwritten rules, formal and informal goals, and a tradition of its own. It is in the 
nature of a hierarchically organized chain of command that, as an orcler or rule is 
passed down from one echelon to the next, its interpretation automatically 



iHHiMiH^immftvi'riwt'iuphiyt^'HWillliiMit 1 1 t^t r i »w 1 1 1 1 iui>tti w R »r • Un'is !• »t 1 1 imfcii ut 
lnonloriiM»voidth«*t^kofinukinM u inknikr- Hljiit* ilu 4 t-|tu«ii*r IiuiinIiim^mu^ih 
iU^mmuIh on a huUT, there utv definite limils u i the extent to wlittii hwub'SMvhv 
can l>e Improved a eoneliwion vvhu h in not Hhured by the •wuiIiIMuhI dimthility 
iiifUuibttttNiH in Hweden, Another pn»|**rty that iuM Uuiit mih win to huve in 
common are Hie liiiiiUHt iliuirfH, in lutnieulur, tlu* Uuk of opiMtuntiieN for 
consumer to furmulutr their own alternative* 

(Jlwn the |M»|Hiiufity of cluster housing among planner* in Sweden and 
abroad and considering the known effects of iuMiiuitou.s in the form of 
luwpiUtltmn, luck of nelf confidence, mu! MuntH iierwuutl gnnvth it is of 
parumount iiiiportnii(t< that we pithily laM housing and assistance rioluhoiws. 
IiwUtutlonal vestige* in service delivery haw to U> identified More pmgnutw 
can be designed which iriuy support the emum i put ion of |>eople with 

disabilities, 

Degree of Caimumer Control and Independent Living Outcome* 

Service delivery systems for |>eople with disabilities and older |>eople can 
be designed wit h varying degrees of consumer Involvement. The hule|x>ndent 
Uving Movement demands that consumers both as a gnmp and as individuals 
have to l>e in control over the services which t icy need for a self -directed and 
productive life. An interesting topic for research would be then to test this 
contention and to analyze the differentia) effects, if my, that |)ersonal 
assistance services with differing degrees of consumer control have on 
consumers' lives. A hypothesis might l>e that the larger the extent of consumer 
involvement, the greater would be consumer satisfaction unci productivity, 
The operational definitions for these outcomes could Ineluue such health 
related items as incidence of infections and pressure sores as well as other 
variables such as number of hours a week spent on gainful employment, 
volunteer work, sports, and other active leisure time activities, 

There are several considerations which seem to support this hypothesis. 
On a practical level, the personal assistance programs presently available do 
not allow a great degree of flexibility. A system that permits more input from 
the individual consumer will most likely be more responsive to his or her needs 
and will enable the user to be more active. Further, raking over a larger share in 
administration, staffing decisions and other responsibilites of one's personal 
assistance service must be considered a valuable training. The skills and 
confidence acquired this way can be usefully applied to other areas such as 
employment. Finally, the frustration and dissatisfaction reported by many 
persons with extensive disabilities in Sweden might, in part, be the result of 
the experience of dependence on other people, in particular social workers 
whose task it is to organize the various services for their clients. As one STIL 
member put it, u my life is run by other people 1 Control over a service which is 
central to one's daily life and the opportunity of bringing about changes 
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through Miu*'fc iiwn fffuMsi with Mu* * i^K uf tnUutt^ and the ivvunta tut 

tiOmvdlUg atv hound hi iHh , n < i4»' iniUluUlun and fUtglU Well hup) to i\ Irlluf 
&elj * >>uviu whit h t iui rurry ovvr lu uthrr *pltt<ivti of oiw '*» hi** 



Quality t'rf t*rl* 



i'ui^iUIU'r iiiJMi> in iv^wrtl on |*'n*«Ml Wfttotftipt* 41 id fc*l4l pohry til 

the disability tuva in ^ 4 ii^nU luws U^m itituuuai m Sw-tHh'ti It would ***ih Uua 
eflbitfi in ihto field luivt^ l*vn mainly initiated by puhlir agrtu u^nr pn*fc^Mt4ls 
witti link* affiliation with i»eople with tii^tnltiM^ A* a n^tilt, die ivwwih 
question* have rvflivt**! mntv the nmfe ot&erviee prwiden* M***« iif 
eonmtmerii A «wt» iti is the ta*tie of the quality of |**r*iti4l tuNtfjuiee 
delivery Hynu*iiui- While there u eonivrn »l*Hit ih<^ n <\msv uf *ime 
whemeg m tHi\w\mm\ to other wheiue*. the quality of the ntvw m a 
ttimklemtkm typkulty dun not enter the uuu|mn*nt* -a iriterkm dutt & 
upt*>nwx*t in die imsum**r % H mind 

In Sweden and other «jutitmn« the t^tu^imiM mnwttiy is often it^tnl <n or* 
argument for t nrtting public «*Hi»*iuiitiin*?i for atrial welfcuv pnigrunw In *i\ a 
climate disability advocates, instead of pushing fat more servnv* wh*h a<wM 
bring people with disabilities ekwr to the g*»al of full jiartMjnitkMi and equality* 
find themselves man* often on the defensive In meeting the present 
iwotvupatkm with ctwt eontainr m nt aiming |*>lkyinakrn$, servkv ptwkleni, 
and the public hi large, |**>pk» with disabilities have to |*>int out that budget cut* 
most often simply learf to quality deteriomtion in servkv delivery, tudl a kiafof 
brand is cheaper than a whole loaf Urifortimately, quality in not a* eaatly 
measuivdascntg. lnoniertotkxument luiwehwigesin ftuwlii\gi^i tl^(|iuility 
of t^rsoiuil asslstaiKv prt^grunm a measure of cjiuiluy, n?itk*s(TtUtl Mm, wtniki 
teun in^M rtiuu Uxi 

The need for a measure of quality is tUsti bnniglit o^n liy the R4k»wing 
cxmsklemtion. One oi the strongest arguments far de ImUtuUonalteittkin the 
world o\^r is tite contention Uua it Ls cheaper ft>r tlie tax jwyw, If peofik' witit 
disabilities and older i^rsoivs live inu^troted in the community There arp 
countless relative cost studies that have prwen this fx)int ovvr and over, On the 
other hand, these investigations hardly ever consider the diflert*nci* in th 
quality of life afforded by institutional and independent ' g .settings Amuu 
an institution with the standard of a Third NM>rkf prison * wylumoflUt)>^an> 
ago. Tb keep somebody in such a hypothetical institution would ceruunh > - 
cheaper than to provide the supportive services necessary an inck pet* 
and dignified life in the community. Thus, if Uw level of quality of life is not ntu, 
an explicit issue, reliance on the cost savings argument can backfire. 

Consumer-oriented quality criteria to be used in the comparison and 
evaluation of different personal assistance systems would have to include items 
such as : 

• turnover rates among workers; 
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• reliability and punctuality of assistants; 

• range of tasks which may be carried out by assistants; 

• intensity of service, i.e. maximum amount of hours granted and at 
what times; 

• geographical mobility permitted by the service (at home, work site, 
outside the community, abroad); 

• consumer's control over who will carry out the work; 

• flexibility and consumer control in scheduling assistants; 

• time spent by consumer in the administration of the service; 

• degree of consumer input, i.e. the possibility to take on functions 
such as advertizing, interviewing, hiring, paying, training, and firing. 

Conceptually, an index consisting of these characteristics can be used to 
compare different personal assistance services in respect to both cost and 
quality? 8 

In such a quality index the items enumerated above could serve as some 
of the dimensions that define the concept of quality in personal assistance 
services. One of the methodological difficulties in the operationalization of 
such an index would be to find the appropriate weights which people with 
disabilities have to be attached to the various dimensions that the index 
consists of. The weights will differ depending upon the individual consumer's 
needs which, in turn, are a function of, among other things, extent of 
disability and the tasks one requires assistance with. Single parents with 



* The comparison would consist of mapping different personal assistance services onto a two- 
dimensional space where each service is represented by the matched pair of the cost and 
quality measures. Comparing two different services, service A and service B, would then 
look as follows. 



cost 



c, 




q, q, quality 

Planners trying to change Service B into Service A in an attempt to save tax funds hav ■» to be 
confronted with the resulting decrease in quality. The decision here is wb ether the savings 
are worth the loss in quality. 
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disabilities and small children, for example, might place more emphasis on 
such criteria as low workers' turnover, reliability, and punctuality than, say, 
the geographical mobility permitted by the service. One of the spin-offs of the 
construction of such an index would be information on what hierarchy of 
demands different groups of people with disabilities place on their personal 
assistance service. 

The most important guideline in constructing a quality measure should 
be derived from a comparison of citizens with disabilities and their 
non-disabled peers. If the aim is to be full emancipation and participation, 
people with disabilities have to have the same degrees of freedom in all 
important aspects of life be it education, employment, transportation, 
housing, political, economic, social, and cultural life of their community. 
Work in this area would not only encourage consumers to formulate their 
needs but would also, most likely, point out the nece^ - ^ of service delivery 
systems which are so flexible that they can accomodate diverging consumer 
requirements. 

Designing Programs for a Continuum of 
Consumer Control and Consumer Needs 

Personal assistance programs in Sweden, as has been pointed out above, 
are charaterized by a high degree of professionalization and a concomitant 
low level of consumer input. If consumers are to enjoy the benefits of more 
control over this vital service, new forms of service delivery have to be 
designed. The most important feature of such future systems has to be 
flexibility. While it is recognized that not all consumers will be willing or 
capable of taking on maximum responsibility in the administration of their 
own personal assistance system, each consumer has to be able to exercise 
precisely that level of personal responsibility over the service and perform 
those adminstrative tasks that he or she feels comfortable with at a given 
point in time. Moving from one level of responsibility to another has to be 
possible in either direction— both up and down, with a minimum of 
bureaucratic effort. 

The tasks involved in the administration of personal assistance systems 
include negotiating with the sponsoring government agency for the 
necessary funds, recruitment of workers (advertizing, interviewing, 
screening, formulating a contract, hiring, and firing), as well as training, 
motivating, supervising, and scheduling the assistants. Consumers have to 
be able to formulate their needs as to the number of hours and type of 
assistance, the time of the day and week the work is to be performed, what 
skills are required from the workers and how the work is to be done. Other 
tasks involve setting up routines for payment of wages, bookkeeping, and 
accounting to the funding agency. The legal responsibilites of employers 
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include tax withholding, payment of employer's fees, fringe benefits, and, in 
general, the observation of the legal aspects which regulatr te 
employer-employee relationship. 

In designing flexible systems the task is then to divide the above list of 
responsibilities among individual consumer, consumer groups or 
cooperatives, private consulting firms, and funding government agency in 
such ways that a multitude of different levels of consumer control is 
guaranteed. 

According to one of the tenets of the Independent Living Movement, all 
people— including the mentally retarded— can increase their capacity for 
self-direction, if the right circumstances are given. Thus, systems for the 
support, training, and protection of consumers have to be developed which 
aid users at each point, Effective methods based on the concept of peer 
counselling have been developed at Centers for Independent Living in the 
United States? 9 There, consumers can take Independent Living Skills classes 
under the guidance of teachers who share the fruits of their own personal 
experience with disability and serve as role models. 



See for example, Saxton, N., "Peer Counseling," in Crewe, N.M., Zola, I. K. et al, op. cit. 



57 

56 



V. IN CLOSING 



The present organization of Swedish personal assistance services dates 
back to the I930's, Tb have a social program that is that old can be a mixed 
blessing. On the one hand , services that have been around for so long will , for 
the most part, enjoy broad political support. On the other hand, vested 
interests of policy makers and civil servant s as well as the dynamics of a large 
administrative apparatus will tend to pix^or'o the program's organizational 
structure regardless of its appropriateness to changed circumstances. In 
addition, programs are seldom designed from the very start in such a way 
that they \ . ill remain flexible and open for changes in the years to come. 
Thus, a service that once was considered very progressive can become 
outmoded with time as society develops and the needs of consumers change. 
This crustification can continue relatively undisturbed, if there are poorly 
developed built-in mechanisms for feedback and correction. In the case of 
Swedish personal assistance services, a high degree of professionalization 
and resulting low consumer input coupled with lack of alternatives for 
consumers protected the programs from the necessity of re-evaluation and 
change. In the opinion of this writer, the situation has been exacerbated by 
the fact that Swedish disability advocates in the past have often been persons 
without need of personal assstance who lack a first-hand understanding of 
the importance of personal assistance for a self-directed life. 

When persons with more extensive disabilities, e.g. high spinal cord 
lesions or the need of mechanical ventilation, could stay alive thanks to the 
medical and technological advances of the last decades, their -to of 
personal assistance were most often not met by existing prog* an- i of 

changing and expanding the services so that this group coi the 
regular housing stock in the community, semi-institutional cluster housing 
was developed. Also, as these often younger consuirrrs survived, the 
professional and hierarr*iically structured organization from the 1930's was 
not adjusted to allow an active and self-directed lifestyle. 

Recent developments such as the founding of STIL point to long overdue 
changes in Swedish personal assistance programs. These changes will also 
affect service delivery to oiler people who form the majority of all personal 
assistance users. The improvements for people with disabilities over the last 
two decades, both in material and in attitudinal terms, will in the future make 
it easier for older people with disabilities to identify themselves as members 
of the disabled minority. Once this step has been made, they can be expected 
to raise their demands and to push for flexible, consumer-controlled 
programs. 

The trend towards consumer participation in decision making is 
supported by the intentions of recent legislation (socialtjainstlagen). At the 
same time, we can observr an increasing professionalization within all 
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workers* categories. How those potentially conflicting developments will be 
resolved is still unclear; will consumer input be coopted by the professionals 
or can professional ization be utilized for the purposes of the consumers? 

If the Swedish consumer movement succeeds in gaining control over 
personal assistance programs, Sweden could become an outstanding model 
for many other countries in this respect; the high level of funding that the 
country is already committed to coupled with consumer control would turn 
these services into true vehicles of emancipation. 
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APPENDIX: 



DoNltfn Criteria for Personal AnnImUuico Progrunin 

The extensive Swedish experience with personal assistance schemes can 
provide Important information to consumer advocates, service providers, 
and policy makers In ot her countries when* the establishment of new or the 
expansion of existing services is under consideration. In the following a brief 
summary is presented of the Implications of the material in tills monograph 
for the design of personal assistance programs. 



IVople with disabilities arc struggling for equality and full participation 
in their communities, This goal, I suggest, can bo defined in more operational 
terms as reaching the same degrees of freedom as enjoyed by one's 
non-disabled peers in the areas of education, employment, housing, 
transportation, in political, economic, social, and family life, freedom of 
expression, and opportunities for realizing one's potential. Thus, the 
overriding design and evaluation criterion for existing programs and 
proposed measures must be how much closer a particular solution brings 
people with disabilities towards this goal. 

The definition emphasizes that programs have to be evaluated with 
reference to the particular time and place persons with disabilities live in and 
to the individual's non-disabled peers, Service providers and policy makers 
in facing demands from disability advocates will often point out that in other 
cities or countries people with disabilities are worse off or fiat things are 
much better now than they were 20 years ago. These comparisons are 
irrelevant for people who want to live here and now. 



Language reveals and influences attitudes. Tferms such as "attendant" 
and "care" should be avoided, since they carry institutional connotations 
and project the image of passivity and dependence. "Personal assistance" is 
suggested here, because this expression is believed to contribute to an image 
of consumers as self-directed, independent people who are capable of 
managing their own lives. 



Consumers are experts and must be decisively involved in designing the 
programs. The way personal assistance is organized can either thwart 
consumers' potential for growth and self-direction or enable them to live as 
active and productive members of their community. 

Social policy is most often not made by the people whose lives are 
affected by it. Even if consumer groups sometimes succeed in lobbying for a 
reform, they rarely have the possibility of or an interest in getting involved in 
the actual design of policy instruments. Because of an alleged ^ck of 



Overriding Criterion 



Language and Attitudes 



Consumers As Experts 
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administrative oxperlenre or formal (luullflrnllons it In mmnum to loavo this 
work to administrators, social workers, medleal doctors, and lawyers, Not 
only Is then? a growing number of professionally trained people within the 
rank and flics of consumers, the hnportaneo of their export (so as consumers la 
often uiulorvalued-ovrn by themselves, Slice consumers have the most 
intimate experience of how personal assistance Influences their lives, they 
have to formulate t heir needs and translate then into design criteria. If the 
design of personal assistance programs Is left to service providers, syst ems 
an* likely to result that conform tnlhem'i d'-mf theageney and not necessarily 
to the roods of tin 1 consumer 

Servian for All NihmIn 

Services must encompass all needs. In order to live full and active lives 
people with extensive disabilities need personal assistance* for a variety of 
activities, such as personal hygiene, dressing, household chores, driving, 
shopping, sign language interpret ing, in a variety of situations, for example, 
at home, work, play, in school, on trips, and on vacation. Tb break up these 
needs into several distinct programs for certain activities and certain 
situations can entail several funding sources and separate service delivery 
systems each with its own eligibility requirements, administrative routines, 
andstaff. As the number of different agencies involved increases, so does the 
time and energy spent by the consumer and his or her vulnerability, since 
problems can arise in any link of the chain. The most far-reaching 
consequence is the sense of alienation and powerlessness which the division 
of responsibility for the programs oreeds in consumers. 

Choice and Changing Needs 

General solutions cannot satisfy individual needs. Government agencies, 
if left alone, tend to develop a single solution that is to satisfy all needs, 
because from an administrative point of view a single service delivery system 
is preferred. Yet disabled people are unique individuals with individual 
physical and emotional needs, personal resources, and life circumstances. 
Also, for each individual needs will vary over time as family situation, 
occupational status, interests, and health change. Therefore, consumers 
need to have alternatives. Choice is the key to independent living. The best 
guarantee for responsive systems is consumer control. 

Programs for Consumers' Productivity 

In many countries personal assistance programs are means-tested which 
leads to undesirable consequences. Means-tested eligibility can act as an 
effective deterrent for gainful employment. Coverage of the costs of 
assistance is often seen by the general population and consumers as a welfare 
payment— an attitude which has stigmatizing effects. 
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For persohN v it 1 1 extensive dtauhil es perHonal iinsIsUiikv to a \mn\v 
condition fur u dignified lift* and u»i. e purl Uipalloit In the community, 
1Hx funded perw>nal hmhIhIuiu-o services should thcre|\>n< be demanded \\n u 
fundamental civil rlghl, 



Do no .! si^u programs that rely on vo'mp 'ers, (!onminu*rHrinunt have 
tin* NiiiMi* possibilities of demanding t :*:v»|H*teni, punctual, and courteous 
work K.m volunteers as from assistants w! • are paid competitive wtiges, 
Consumers arc likely to have more personal power and view themselves as 
more independent persons when they function as employers Instead of 
objects of charity, ihe virtues of volunteerism and charily are most often 
espoused by ' 'Morvative politicians whose 1 motives are to cut taxes for the 
benefi* of th» .r \oters, 



Funding has to be as centralized lis possible— at the federal level. Single 
source funding at the federal level eliminates regional inequalities which 
otherwise seriously impede disabled people's geographical and social 
mobility. Only at the national income tax level all benefits from a personal 
assistance policy can be internalized; where personal assistance is financed 
by local governments and institutional care facilities by regional 
governments, local governments do not reap the financial benefits of 
deinstitutionalization made possible by personal assistance. Personal 
assistance programs enable many citizens with disabilities to become 
gainfully employed thereby contributing to national income tax revenues. 
This is also true for family members who otherwise are often forced to 
informally provide these services and whom such programs enable to pursue 
employment outside the home. 



Control over service delivery has to be as de-centralized as possible—at 
the consumer level. Consumers are the best experts on their needs and must 
be able to decide what activities they need assistance with and how many 
different persons are to work. They have to have the right to recruit, hire, 
schedule, pay, and— if necessary— fire their staff, lb rely on workers from an 
agency can involve high turnover which is inefficient. Individuals with 
extensive disabilities have specialized needs that differ from person to 
person. New workers have to be instructed and trained by the consumer 
which takes time and effort. Having to depend on strangers can be 
humiliating, since the work constitutes a close social relationship and 
consists of very personal and intimate activities. The assumption that any 
assistant can work for any person amounts to a denial of an individual's 
uniqueness as human being. 



No Volunteer Program? 



Funding As Centralized Ah Possible 



Service Delivery As Decentralized As Possible 
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C<mmmu«rN have to he ithlt^ to choose that lovel of control over the varkuiN 
uajiecta of service dollvi^ry which ih«*y fool comfortable with, 'Ihwurds this 
end they have lo bo offered support and training Ideally, hy organlzatlona of 
disabled people. 

Among the ht*iu»fitH of assuming responsibility for one's pergonal 
WMtatunce system are the acquisition of useful management skills, (ho dignity 
of being able to make mistakes, and tho rewards of learning from them. These 
experiences and social skills are useful for other areas of one's life, such tw 
employment, and lead to Increased self confidence. 

Worker Profe«wlonullxatlon va. Consumer Expertise 

Avoid worker professlonallzatlon-build up consumer expertise. 
Administrators and t rade unions often propagate more professionalism In the 
hope of upgrading assistants' status and Improving the service. The criteria 
for professionalism, commonly health care-related qualifications and 
training, represent obstacles to consumers' realization of their potential for 
selfdirectlon, if the attitude is conveyed that consumers are passive patients 
who need to be taken cnre of, Consumers who want to improve the quality of 
the service and thereby the quality of their lives have to take more Initiative 
and work with their assistants as a team where consumers instruct and 
direct. In order to support consumers in this role Independent Living Skills 
and Peer Counselling Classes have to be offered by organizations of disabled 
people, 

"Ambulatory" Institutions 

Watch out for "ambulatory" institutions. Institutions do not have to 
consist of brick and mortar. If consumers cannot choose who is to work for 
them, if they have to accept services without alternatives and do not meet 
assistants as individuals on a one-to-one basis but instead are dealing with a 
hierarchically ordered organization with its written and unwritten rules, 
formal and informal goals, and a tradition of its own, then they are facing an 
institution. 

Typical for institutions is that, as orders or rules are passed down from 
one echelon to the next, their interpretation automatically becomes 
narrower as employees voluntarily limit their own margins for decision 
making in order to avoid making a mistake. The individual consumer being at 
the bottom of the pyramid becomes a powerless object in a machinery. 

The effects of institutions are known, they cause loss of social skills and 
self-confidence as well as stunted personal growth. Therefore, institutional 
features in service delivery systems have to be identified and eliminated 
before programs can be designed which truly support disabled people's 
emancipation. 
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OOMMINTARY 

Carolyn L. Vaih, Ph«D» v Consultant 
Planning Systems Inl trnatlonal 



I recall that Oerben DeJong's monograph Planning HyntiMim 
International (monograph U7 in the WHK Series) which deseribed the 
NothfrlanclH' cluster housing, stated that the Dutch hud learned from 
Sweden's experience, thereby uvoidlngsotneof theintdstakes. After reading 
this monograph by Ratzka* I certainly hope* so! Vnvo peJong's description, 
eluster housing Hounded like a possible solution If/when my husband and I 
feel we'd be belter off to abandon our private home for u senior cltbservi 9 
collective of some sort. Having recently "cane managed" the 
decline to d< ath ordeal for three aged relatives-one right after unother-I 
was keenly aware of bow vulnerable we are to the possibilities of steadily 
decreasing physical and mental functioning as time marches on, The Dutch 
concept suggested you could get physical help but continue to cull the 
life decision shots yourself. Swedish cluster housing sounds like you puy for 
the physical help you get by turning over to the municipality the control of 
your life—even If you're fully capable of doing all the social management 
dcn»ion making that needs to be done. The devil offered Faust a better deal. 

Ratzka has alerted me to many dangers, but I think the 
cluster-housing-plus services concept offers possibilities for the Vashes in 
their declining years and for others like us. For example, Leisure World is a 
posh California retirement community with some appeal. If It added a 
centralized cadre of shareable ADL assistants, it might attract folks like me 
who need onlv an hour or two of help per day plus help with an occasional 
trip to the im at night. It wo*dd be Important to make sure the ADL 
assistants are t mined to r r iselves strictly as extensions of the service 
users' arms and legs, not t * ;\s—UNLFSS they are contracted for by a 
third party who h s legal t . in or conservator status. In other words, 
there would be \o room for workers to use their own judgement that a 
service user is too "senile,** "retarded," or "disturbed" to make 
ADL-assistance-related decisions. If a person has not been assigned a legal 
guardian or conservator, she/he makes his/her own decisions. 

The training issue is very salient for me right now because I am involved 
in a Small Business Innovation Research (SBIR) grant-supported study to 
determine the feasibility of developing multi-media training packages 
relating to ADL assistance. We are in the information gathering stage and the 
information we are getting is that consumers are adamant about avoiding the 
"professionali2ation" Ratzka describes—to the point that most would rather 
forego admittedly nice-to-have pre trained skills than take a chance on getting 
the attitudinal mistraining they say they find with graduates of most training 
programs. 



Thestminaoftho fc»onH ,, H , *jihi*8auu»ilu«vvliti|^vviirl«luvi*t ,, k^|»t ringing 
in my mm m I rend liataku'N dimuKsioiiN of the M attitude problem " IVople 
who |»*»jp other people-whether u« expert health professional**, as 
semi skilled fuwlionaritM*. nr in other contexts unit wuya seem rather 
consistently to full Into the name tntp. T»u\v tend xunvi'rtwwmUw the edge 
of competency they hold over the help recipients •'This person can't survive 
without my help 11 migrates from "in j^rfurminMleertaiiOphy^eul imk*" to 
entiimpttssmon^makingjudgetnei^^ How much 

mure utul how fust it hupp* " s i are the muiit ways we consumers distinguish 
between folkswlth "good" attitudes and folks with "bud" attitudes beeautae 
it happeim itt limes and to Home degree with almost everyone For example, 
even my husband who deeply Mi attitudes 'owurd i«»op|e with disabilities 
(and women!) are mm inn the most genuinely t^ulimrian I know "Nomet linen 
migrate* fhmi M l need todWHsCiurnlyn' 1 ti# M | need to tell her which dress to 
wear on a hot day like this" 

The crux of the matter may lie in the benign situation alluded to 
earller—oiierufing as an extension of a iiersnn'N arms or legs without also 
acting as an extension of his/her brain, It 'a simply hunter to do the one and 
not the other! It's not the way we're used to functioning, When one olenites 
In a totally different mode from that which is usual, new and unusual 
demands an? made, In the case at band, /"/learning ordinary ways of 
being/acting* and substituting a "mindless" approach (that would probably 
not be adaptive in any other realm of living ami act ing) demands special 
attention and effort, and maybe even talent awl skill. 

Frankly, many consumers I've gathered information from do not view 
the problem so nonjudgementally, They complain bitterly about attendants' 
1 'God complexes' ' or denounce those who use being needed as an ego crutch 
or more blatantly abuse power Most take a middle view, but often 
incorporating the idea that since the job is marginal it draws many workers 
whe have marginal self resist, which is in turn associated with projecting 
om adequacies onto ochers. Thus, with a worker population vulnerable 
to i « into compensatory "I'm Okay, You're Not" attitudes, any 
inau 1 bolstering of this tendency in a training program will endanger 
the person's future acceptability to consumers, Tb enhance their 
acceptability, such tendencies should be nipped in the bud, not reinforced. 

Ftersonally, I don't much care what attitudes my attendant harbors as 
long as she performs competently. As the Rev. Tbrry Cole Whitaker puts it, 
"What you think of me is none of my business.' 4 That's easy to say when 
you're a long experienced administrator who is fully comfortable wearing 
bosses* shoes and have a personality that thrives on acknowledging and 
resolving conflict. It could be made easier for other ADL assistance users, too, 
and that's the kind of training they're asking for— how to hire, train, 
supervise, and fire an ADL assistant. However, there are a couple of other 
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l«tfiiir»Ml)mi itmM* ^ii|«*'iv^MiM ati^iut^nt with W** Omit laudatory attitude 
eoaier fur iu*^ than fur the HiujurUy uf bu» a li t nu&uuu'n* And thny huth have to 
do with moUt\V 

I was earning a Uvimm and paying my au^M*U*MU out of my own |**1h 

before HSI Medicaid » *Ul»e jhlu |« ing ill f«|i-|. Ufoo* Ui* U jiltt Ml!*»f> ATI*. 

came into Mng- t-onsequmUy, my attendant* liav%^ always i***u me as a 
flNiuUiv 4^»nt|H itm m i who could pa> them living wages and have enough 
left to lead u nice lifestyle |iiyt***lf Thin at t omp|i?>ht ^ a great deal 
structurally , without reuuirint, me to perform uti v t*l**v«*r 
nm!0igemeut/»u|*wi&nrml terhniuueti I could t>e trained ti* do h **<t& me up 
tola* responded tow a |K»wt*r, an ttuiliofiiy. ihe uuetinmra) \*m to ^omenm* 
who uneqmvocatlv is iuii At this time in my life I thoose tu livt» in 
wnui wtiretuent to Ho writing illustrating toauHMng, and designing f»*r 
which I may or may not one day 1** | «:*ul. An income rtnliirtitfi is aviated 
with this decision li chutes i hi |»rohh*in in paying an att#*n*tmtt, however, 
hecuu*' years ago I had the foresight to boy a home with a Ant*ht eottag*' on 
the pn>|*'rty. I now trade rent and utuitiesi ftir Hft«n*ti hours t*<r week AtH. 
lawtetanee, The fart that paying waj^s front current earning* would 
beyond my means right now in no wav undermines my image as a finally 
competent pernou. I "knight insurance" agaiimt futun< MiortfiUlH twenty 
years ago, and I ant now using and enjoying the pronation I bought 

And insurance, in my opinion . Is w hero it's* at for all of m with disabilities 
which cause our basic living exjienseis to lie high In th** absent** of any 
punlutseable |K)liey, let alone a form uf " national health insurance" for ail 
people 1 , in this country. I had to forge u highly uiimym rutle "policy" of my 
own as soon as I got professionally and econonucallv established My 
approach was to acquire some housing stock to use us barter for A! 4* 
assistance services. It solves part of the pmblem part of the time 

Virtually no one can afford severe disability in its acute 
hundreds of dollars | >er day stage out of j>oeket. That is why we have the 
phenomenon of health insurant Handy anyone c. n comfortably manage 
the thousands of dollars per year stages that comprise the rest of <nu * hfe 
This is why we often refer to srwrt? disability vs 'rata^trophu ' Mv 
self-styknl insurance policy covers me as long as I can get by with flJWn 
hours services per week. Hut what happens when I can't^ How rich wouM ? 
have to be to ensure that I'd never have to use up my iawngs, paying for 
around-the-clock ADL assistance, until I had sj>ent down to mv last fifteen 
hundred bucks so I could Join the structurally -defined fiscally incompetent 
who rccvivtHl what they must have just to survive through welfare? 

Vn\ a psychologist but I confess 1 don*t understated why we, the 
American people, have created a socio- |K>litico economic system which 
nearly everywhere includes 4 'socialized" (tax supported) police and fire 
protection for all but does not include "socialized" (tax supported) health 



protection for all nearly anywhere! Do we value our material possessions 
more than our own bodies? Are the medical entrepreneurs either that afraid 
or that effective in opposing such? Are we so foolish as to see only the 
implementation problems associated with the particular approaches used 
by other countries and to lose sight of the issue itbolf and the plenitude of 
alternate strategies to Hie answers are probably yes to all three 
questions, and to many in re which could be asked. The point in mentioning 
these is to draw attention to the roles of general human values and of special 
interests and the common good in shaping socio-politic< ^-economic decisions. 

A universal or 1 National" tax-supported health insurance program 
which allows 14 policy holders" (citizens/residents) to use the providers of 
their choice in trie ordinary marketplace would seem a good alternative to try. 
Obviously, it should cover all life-long health-condition-related expenses 
which could prove economically catastrophic. This could mean that people 
unlucky enough to become disabled wouldn't necessarily have the double 
bad luck of becoming structuraly incompetent. The invasion-of-privacy 
horror stories Ratzka tells of Sweden, which we've all heard here, wouldn't 
have to happen anymore. The secondary disabling effects of alienation and 
powerhssness and their tertiary effects of mental-disorder-added-to- 
physical-disorder, underproductivity, unemployment, and other socially 
costly aftermaths, could be prevented too. In the long run we might save 
money, but that isn't the point. 

It's simply time to realize that life-sparing but permanently disabling 
accidents of birth , illness, and traumatic event don't have the same meaning 
they once did, the people to whom they happen don't play the same roles in 
society, and different ways to responding to them are coming about. I don't 
say should come about; I see it happening. The drama is unfolding, and those 
of us who have written in this book are documenting certain parts of it. So 
many people are now surviving disablement and flourishing. And I do mean 
flourishing. The disability experience has made them strong as individuals 
and the independent living movement has made them stronger in the 
collective. Getting their demands met for a national health insurance 
program that will ensure or preserve fiscal competence and integrity in the 
face of health -related disaster seems only a matter of time. 
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COMMENTARY 

Hale Zucas, Program Analyst 

World Institute on Disability 

Hundreds of thousands of Americans have disabilities— ranging from 
spinal cord injury to arthritis to blindness to mental retardation— to a degree 
which impedes or prevents them from carrying out one, some , or most of the 
activities of daily living on their own. These individuals need assistance from 
others in performing such activities as getting up, dressing, moving about, 
reading, cleaning house, and shopping, to name only a few. This assistance, 
which has come to be known as 4 'attendant services," is essential if these 
individuals are to come close to reaching their full potential. The availability 
of attendant services is thur crucial to the concept of independent living, 
which is defined in the U.S. in the National Pblicy for Persons with Disabilities 
(1983) as control over one's life based on the choice of acceptable options that 
minimize reliance on others in making decisions and in performing everyday 
activities. 

The World Institute on Disability is a public policy center examining 
major issues from a disability perspective. Its founders, Ed Roberts, Judy 
Heumann and Joan Leon, have been among the leaders of the Independent 
Living Movement since its earliest stages. Therefore it made sense that, upon 
the Institute's establishment, attendant services was chosen as one of its 
major areas of emphasis. 

WID's ultimate objective is the establishment of a system which makes 
appropriate, affordable attendant services available to anyone in the country 
who needs them. This is admittedly an ambitious goal, one which may take a 
decade or more to achieve. As its first stt.p, WID is undertaking a series of 
studies in order to ascertain the extent and effectiveness of existing programs 
across the Untied States and selected foreign nations. 

The information collected in the course of these research efforts will be 
made available to organizations and individuals working to establish or 
improve attendant services programs at the state or local level. The 
information also will be used as a basis for developing a recommended design 
for a national program. In order to formulate these recommendations, 
qualitative as well as quantitative data will be needed. 

As a major part of its research efforts , WID is compiling a comprehensive 
inventory of the 150 publicly funded attendant services programs which are 
currently in operation across the United States. This survey, which is 
supported by a four year grant from the Charles Stewart Mott Foundation, 
will include the following information on each program: size and nature of 
population served, eligibility criteria (financial and disability-related), 
method(s) of delivery, ^ypes and amount of services provided, funding level 
and sources. This inventory is scheduled to be published in summer 1986. 
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Secondly, WID is undertaking an in-depth examination of attendant 
services programs in five selected states. In this study, funded with a grant 
from the Easter Seal Research Foundation, interviews arc bv ing conducted 
with key state legislators, administrative agencies personnel, community 
disability organizations and a small sample of users. Information gathered in 
these interviews will be used to describe the history and operations of each 
program, identify strengths and weaknesses, and assess its effectiveness. 
This study will be completed in 1987. 

The information produced in these studies will, of course, he of great 
value in building the case for a national attendant services program in the 
U.S. and in deciding and determining the form such a program should take. 
At the same time, however, well -developed attendant services programs 
have evolved in several other countries, and it behooves us to take a good look 
at these programs in order to see what lessons they hold for us here in the 
U.S. 

Among the foremost candidates for such scrutiny are the Netherlands 
and Sweden, whose service systems for disabled people have long been 
considered the most advanced in the world. The Dutch system was the 
subject of a previous monograph written by Dr. Gerben DeJong for The World 
Rehabilitation Fund's Monograph Series. 

In the present volume, Dr. Adolf Ratzka examines the provisions made in 
Sweden for meeting the needs of people with disabilities. First Dr. Ratzka 
gives a brief overview of the other components and provisions of the Swedish 
service system, some of which, (such as the liberal provision for 
government-funded housing modifications) are very impressive. The bulk of 
the study is devoted to a thoroughgoing discussion of the Swedish system of 
"in-home personal assistance", an assessment of that system from an 
independent living perspective, and identification of issues needing further 
research. 

Dr. Ratzka is perhaps uniquely qualified to undertake such a study. His 
extensive academic background has equipped him to research his subject 
rigorously. He is a firm believer in the concept of independent living (he has, 
as a matter of fact, founded the Stockholm Independent Living Group) and in 
the importance of attendant services to that concept. Most important, 
however, he has been a user of attendant services for 25 years. As an insider, 
he knows more about the system and understands it better than even the 
most diligent and interested outside observer could. 

As Dr. Ratzka points out, the Swedish system has a number of positive 
aspects. For instance, it serves about 4% of Sweden's population, a 
proportion 10 times that served by the most comprehensive such program in 
this country. The Swedish system also ser' s people of all income levels, 
whereas almost all programs in the U.S. onl> serve people poor enough to be 
eligible for Medicaid. 
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On the other hand, the Swedish syr *n has some definite shortcomings. 
Among other things, the Swedish attendant program has from the beginning 
been oriented toward serving eh'erty people with relatively moderate 
disabilities (as is indicated by tin* f;>a that the average recipient get* just 172 
hours of service per year, or 3.6 hours per week). Another drawback is that 
attendant services in Sweden are largely under the control of local 
municipalities rather than the central government. This means that tiici ? is 
wide variation from city to city in the scope of services. It is, in fact, - 
misnomer to speak of a single "Swedish program." 

A general consensus in the U.S. has emerged among experts and 
advocates in the field that attendant services programs should serve 
everyone who needs those services with minimal regard to income, and 
should be adaptable enough to serve people with a wide variety of needs. 
There are a number of more subtle issues, however, that as yet have received 
very little attention. The most valuable aspect of Dr. Ratzka's paper is that he 
imparts a new and different perspective to some of these issues. 

For example, high turnover and low quality of attendants are common 
problems faced by attenc' rtt sen/ice programs. Some have advocated that 
training and/or certification programs for attendants be instituted in oixier to 
alleviate these problems. Dr. Ratzka points out, however, that such steps 
(along wi*h the increasing trend in Sweden toward full-time employment) 
lead to the professionalization of attendant work. This professionalization 
tends to infringe on the user autonomy which Dr. Ratzka quite rightly holds to 
be paramount. If attendants undergo a formal training program, they may 
think they know it all and be less responsive to a user's instructions or 
wishes. As Dr. Ratzka says, "The question, then, is how both quality of 
personal assistance and worker satisfaction can be improved without turning 
the work into a profession." This question will not be easy to answer. 

In conclusion, this paper is the first detailed discussion and analysis of an 
attendant services program that has been undertaken from a user's 
perspective. As such, it is a most valuable contribution to the burgeoning 
discussion of attendant services in the U.S. and around the world. 
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COMMENTARY 

Margaret A. Nosek, Ph.D.. 

*exas Institute tor Rehabilitation Research 

The anger and indignation I felt after reading Adolph Ratzka's 
manuscript has not waned, indeed it has intensified to the point of outrage 
and has joined with strong feelings of gratitude to Adolph Ratzka for so 
articulately showing us our possible future. Dr. Ratzka's descriptions of the 
real life circumstances of Swedes with disabilities who use government 
provided attendant services called to mind the degradation, humiliation, and 
imprisonment that we in the disability rights movement have dedicated our 
lives to erradicate. That the service which we view as the linchpin of 
independence could become instead such an oppressor is an anomoly and a 
tragedy. Dr. R&lzka's astute reading of t he social subconscious as the root of 
this problem is a warning we must heed as we move toward a national 
attendant services system in America. 

I am even more firmly convinced after reading this monograph that 
consumer control is the single most important element in the attendant 
service system we are trying to create . We as users of the service must have as 
much power as we can responsibly maintain to choose the provider and 
determine how and when the services are provided. The situation where an 
unknown and different person coula appear at each call and where all service 
needs must be met ' aiing traditional business hours is an atrocity. It 
accurately reflects the shallow understanding of disability that has prevailed 
among able bodied service providers. The degree to which disabled Swedes 
have internalized this understanding is evidenced by the fact that they 
tolerated this system for three decades before realizing its effects and 
protesting. 

Conceiving of attendant services in terms so heavily laden with 
bureaucracy is foreign to me. In my own life, I perceive of personal assistance 
as a relationship more than a service. I now have what I consider to be an 
ideal system for having my attendant needs met. I have arrived at it after 
many hard years of experimentation and deliberation. I have discovered that I 
could never pay my attendants what they are worth— how could I measure in 
money my very link to existence? I have also discovered that there are many 
people in the world who need money but have other needs which rank 
higher, needs such as planning their future, gaining cultural experiences, 
receiving emotional support for their interests and studies, etc. When I 
search for an attendant, I carefully consider their life situation and 
aspirations and compare these to what I can offer personally and financially. 
Granted, a certain amount of money provided directly or indirectly for living 
expenses at least is usually required , and whoever controls this amount often 
controls the conditions of the service. Fortunately, I am able to meet this 
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requirement through earnings, However, I spend a great deal of time 
analysing what else my attendants need and how I can create positive 
monuments in their lives. In return, I have gotten reliable and high quality 
ahjistance when I need it, cheerfully provided, and with u willingness to be 
flexible when necessary, 

If we accept that individuals' needs are best met by personal support 
systems they design for themselves, and that the most productive 
relationships result when the higher life needs of both the disabled individual 
and the attendant are met, then we must focus on developing funding 
mechanisms which enhance and do not destroy these elements. As we in 
America actively advocate for a national attendant services program, let us 
not make the same mistake as the Swedes of being convinced that the 
bureaucratic approach to this problem will yield a humanistic result. 

The following fourteen points which should characterize a national 
attendant services system were drafted at a conference sponsored by the 
World Rehabilitation Fund and further refined at a symposium sponsored by 
the National Council on the Handicapped: 

• serve people with all types of disabilities on the basis of functional 
need, 

• serve people of all ages, 

• provide for the optimum degree of uelf-direction and self-reliance as 
appropriate for individual consumers, 

• include assistance with personal, cognitive, communicative, 
domestic, and other related services, 

• include 24 hour, 7 day/week services, short term (respite), and 
emergency assistance as needed, 

• not create disincentives to employment, 

• be accessible to people at all income and asset levels with cost 
sharing as appropriate, 

• be available wherever needed (e.g., home, work, school, 
recreation, travel), 

• offer the consumer a range of employer/employee and contract 
agency relationships, 

• provide reasonable wages and basic benefits for attendants, 

• provide for training of administrators and staff of provider 
organization 

• provide for recruitment and training of attendants as needed, 

• provide for outreach and training of consumers as needed, 

• require significant participation of consumers in program policy 
determination and administration. 

Of these characteristics, the last two are of paramount importance. 
Traditionally, focus has been placed on training attendants. It is far more 
essential that the individual with a disability receive training to develop to 
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their maximum potential the skills of u teacher, psychologist, manner, 
evaluator, and arbitrator. As a prevention against a stagnated palerni'Usti* 
system, individuals with disabilities who understand the im; ortun v of 
consumer control must significantly participate in determining policy and 
administrative practices. Then there will be greater ensurancv of the 
continuous development of a system which truly responds to the quality of 
life needs of the population it is designed t< > :rve. 
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COMMENTARY 
Oerben DeJong, Ph.D. 
National Rehabilitation Hospital 



Beyond Professional Self-Interest 

Seldom have I scon a consumer perspective with respect to personal 
assistance so methodically and forcefully articulated. Dr. Ratzka 's 
monograph gives consumer perspective! the depth it needs to challenge 
professional interventions gone awry because of unexamined assumptions 
rooted in a professional self-interest. By using the backdrop of 
Sweden-where a high level of funding support would suggest more ideal 
conditions-Ratzka skillfully underscores how misguided assumptions and 
professional turf issues can compromise the aspirations of persons with 
disabilities. 

Since I find little with which to disagree, my comments will be limited 
mainly to underscoring and extending some of the observations made by 
Ratzka. The remainder of my comments are directed to five issues: (1) the 
compartmentalization qf personal assistance services, (2) the 
status qf attendants, (3) ideological criticism, (4) proposed 
evaluation criteria, and (5) research issues, 

Compartmentalization of Personal Assistance Services 

One of Ratzka's most important contributions is his term 
"compartmentalization/' This term captures one of the main pitfalls of 
traditional in-home services, namely the degree to which various tasks in the 
home— from bodily care to housekeeping— are compartmentalized among 
various service providers. Each provider, as Ratzka notes, has its own 
eligibility criteria, hours of service, and service protocols. Ratzka observes 
that the "most far-reaching consequence— is the sense of alienation and 
powerlessness which the division of responsibility... breeds in consumers.' * 
The problem of compartmentalization is one of the more important reasons 
why consumers have turned to an all-in-one service provider such as 
attendants or personal assistants. 

By using the term "compartmentalizaton" -rather than the overused 
term, " fragmentation , M — Ratzka draws attention to the turf issues inherent 
in professionally directed personal assistance services. However, I wish that 
Ratzka had gone further in tracing the roots of compartmentalization and turf 
consciousness. In the United States and elsewhere, one important source of 
compartmentalization is the commitment of allied health professionals to the 
medical model. More specifically, compartmentalization has its origins in the 
professional insecurities of home health providers whose claim to legitimacy 
and resources is still contingent on their allegiance to a medical hierarchy. 
These commitments and allegiances often result in a well-drawn line 
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between personal and nonpersonal can! ncllvlt Jes. I Inndn on personal cure? Is 
something traditionally reserved lor medically supervised providers, 1 would 
like to haw \\tw 1 : mwI the extent to which these conditions prevail in 
Sweden and ho\ .\MHlonnlly erected boundaries might he used to serve 
the interests or is with disabilities, 

The Status of Attendant* 

The status of attendants or personal assistants needs clarification. liatzka 
observes the ever-present tendency toward professionalism which is often 
legitimized by training, credentializlng, and the setting of experience 
requirements, All these factors undermine consumer control and contribute 
to the compartmentulization noted above. 

In the final analysis, Ratzka does not come to grips as to what the status of 
attendants or personal assistants might be. He rightfully notes the need for 
higher wages but higher wages alone will not address the need for a 
professional identity and professional self-esteem. 

If creeping professionalism is to be avoided, it appears that attendants 
must, for the most part, be drawn from persons for whom the provision of 
personal assistance is secondary to other personal and professional goals, 
e.g. , students, homemakers, and other persons in various stages of transition 
between school, home, and work life. The supply of such persons is likely to 
be uneven from community to community, especially in more rural areas. 

Ratzka also does not come to terms with the commitment that social 
democracies such as Sweden and the Netherlands have toward making u\re 
that all workers are fully protected by, and participate in, their respective 
social insurance programs. These programs are complex and impose 
burdensome paperwork requirements on employers. In the Netherlands, at 
least, the use of Fokus-employed attendants are designed, in part, to facilitate 
compliance with the country's complex labor and insurance laws. I do not 
intend here to erect new reasons that might be used to preclude 
consumer-directed personal assistance, but I do believe that these issues are 
not trivial especially if the egalitarian principles that drive the independent 
living movement are also going to be made applicable to attendants and 
service providers. 

Ideological Criticism 

Ratzka reflects on criticism made by the political left in Sweden, namely, 
that consumer-directed model of personal assistance is 4 'individualistic' ' and 
"elitist." Such criticism is surprisingly more widespread in Western Europe 
than American readers may think. Part of the argument is that a consumer 
based model could only have been spawned in the United States with its 
commitment to individualism and capitalistic market systems. While such 
criticisms are not without some basis , they tend to greatly oversimplify issues 
and often mask professional self-interest. Some of these reactions are of the 
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knee-Jerk variety suggest Ing that aiiylhliiM AmcTlfan iuunI. Iio liullvkluullHtlc?, 
While Western European countries provide f< >r a fur more adequate standard 
of living for persons wllh disabilities, the provisions of services are often 
based on the assumption that consumers lack the eompeteneo with whleh to 
direct their own lives, liauka Is correct In resisting such ideological pigeon 
holing hut again could have gone further in uncovering the professional 
self Interest which sometimes motivates such Ideological criticism. 

Proposed Evaluation Criteria 

One (if the monograph's most significant contributions Is i»s proposed 
consumer-oriental quality criteria to be used in evaluating different personal 
assistance systems. Proposed criteria Include the range of tasks carried out 
by assistants, geographical mobility permitted, consumer control, and other 
criteria. I believe that these criteria, with some refinement, should be used In 
the United States whenever personal assistance systems are being planned, 
developed, or reviewed. These criteria could serve as a counterweight to the 
propensity of program ur elopers to accommodate established service 
providers. 

The development of a quality index would not be all thai diHcult. As 
Ratzka suggests, weights for each criterion would have to be developed, I 
would propose that a weighting system be developed in concert with a 
diverse but representative panel of existing and prospective personal 
assistance users. My guess is that the panel would exhibit a much higher 
degree of consensus than the panel's diversity would suggest. 

Other Research Issues 

Ratzka raises two other research issues which I would like to address; (1) 
needs assessment and (2) the effect of consumer control on independent 
living outcomes. 

Needs Assessment. Ratzka observes that there has been great 
variation in estimates regarding the need for personal assistance services. 
The estimated need is a continuing debate in the United States as well Tb 
resolve this debate, a two-pronged approach is needed. First, we need to 
make use of national survey research such as the Health Interview Survey 
conducted annually among 55,000 households by the National Center for 
Health Statistics. It may be necessary to append several questions to 
ascertain more specifically the scope of the need at a national level. Second, 
we need to look at the experience of states with mature attendant services 
programs to ascertain the probable demand for personal assistance. 

Consumer Control and IL Outcomes. Ratzka proposes that a study 
be conducted to test the hypothesis that consumer-controlled personal 
assistance leads to greater consumer satisfaction; more productive lifestyles; 
and fewer medical complications resulting in unscheduled rehospitalizations! 
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Unlike a decade ago, .such a study in now feasible given the number of 
attendant service users today and the varying degree of consumer control 
afforded by various state programs. Such a study would go a long way la 
Nolldifying the position of attendant services within the spectrum of 
Aiaerleai\ health and human services. 

Implicit In Hut/ka's proposal is a problem not adequately recognized by 
many. IVrsons with severe neurological impairments are not by definition 
sick but, if inactive, can compromise their thinner margin of good health 
leading to preventable complications and prolonged hospitalizations, 
Research studies have shown that the extent of unscheduled hospital re- 
admissions is far more serious than first, thought. If the consumer-directed 
nature of personal assistance services run be demonstrated to foster more 
active lifestyles and thus prevent ^hospitalizations, the consumer-directed 
model may have all the economic justification it may need, 

In Closing 

At t he core of most attendant services is the provision of hands-on bodily 
care that has special significance for both disabled and nondisableil persons. 
It is in the maintenance of our own bodily care that we first learn to become 
Independent in our childhood years. Thus, to surrender control over our own 
bodily care is ultimately infantalizing-a pointconstantly overlooked by even 
the best intended health and human service professionals and one of the 
reasons why a consumer perspective is so badly needed. 

The provision of personal assistance serviccs-especially the element of 
conoumei control-provides remarkable insight as to how a society perceives 
its most disabled citizens. Nearly every aspect of how personal assistance 
services are rendered offers revealing insights. Ratzka's monograph outlining 
a consumer perspective also offers an important benchmark by which a 
society's attitudes and commitment to the needs of disabled persons can be 
evaluated. 
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